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Background: There is a great deal of literature pertaining to White parents' experiences 
of having a child with a learning disability. Some of this literature focuses on parents' 
experiences of the disclosure of diagnosis of learning disability and/or an autism 
spectrum disorder, as well as how they come to accept and adjust to a diagnosis. 
However, very little research has investigated the experiences of South Asian families.
Materials and methods: This qualitative study used a grounded theory methodology to 
explore the experiences of seven South Asian parents in relation to the disclosure of 
diagnoses as well as issues relating to adjustment post-diagnosis. Semi-structured 
interviews were used to gather data.
Results: The results outline variable experiences in relation to the process of adjustment 
following a diagnosis. Four core categories were derived from the data to represent 
stages in a hypothesised model of adjustment. These were: 'obtaining a diagnosis'; 
'constructing meanings'; 'finding possibilities for action'; and 'reconstructing roles and 
identities'. These core categories were embedded within a number of important 
contextual influences.
Conclusions: The theoretical and clinical implications of the hypothesised model of 
adjustment are discussed. A methodological critique is provided before outlining 
reflections on the findings generated.
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CHAPTER 1 INTRODUCTION
1.1 Background to chapter
The introduction will begin by giving an overview of the ethnic profile of the UK and 
will discuss the prevalence, definition and social construction of learning 
disabilities/ASDs. The literature in relation to the impact on parents of having a child 
with a learning disability and/or an ASD will be explored as well as considering pre­
diagnosis, diagnosis and post-diagnosis issues. Relevant cultural issues in relation to 
these areas will also be discussed before concluding with the aims of the current study.
1.2 Ethnic composition of the UK
One of the most significant social shifts that is occurring on a world-wide scale is the
increasing heterogeneity of society (Friedman, 2006). The ever-changing UK
demography mirrors this worldwide shift as it becomes increasingly diverse and
complex in terms of ethnicity, culture, language and religion. The UK census revealed 
that the non-White population of England was 9% in 2001, a rise of 3% from the last 
census in 1991 (Emerson & Elatton, 1999). In Scotland, the non-White population at the 
last census count (2001) was 2% or just over 100,000 of the total population (Scottish 
Executive, 2004). The majority of the total ethnic population in Scotland (over 70%) was 
found to be of a South Asian origin ’i.e. Pakistani, Indian or Bangladeshi (Modood et a l,
1997). The 2001 Scottish census also revealed that ethnic minority groups have a higher 
proportion of younger people than the UK population as a whole. Hatton (2002) 
reviewed UK population trends in terms of the learning disability 2 population and
1 In lin e  w ith  M odood et al's  (1997) d efin itio n  o f  'S o u th  A sia n ', th e  cu rren t s tu d y  u ses the term  "S o u th  A sia n " to d escrib e  in d iv id u a ls  w ho 
are from  P ak istan i, In d ian  o r B an g lad esh i b ack g ro u n d s. T h e research er, h ow ev er, is aw are  that South  A sian s are not a h o m o g en o u s g rou p .
2 It is  im p ortan t to a ck n o w led g e at the ou tset that there are in tern atio n al v a ria tio n s  in the te rm in o lo g y  used to d escrib e  learn in g  d isab ility . 
For exam p le, in the U SA  the term s " in te lle c tu a l d isa b ility "  and "m e n ta l re ta rd a tio n " are co m m o n ly  u sed . H o w ev er, the term  " le a rn in g  
d isa b ility "  is the p referred  o p tio n  in the U K  (B ritish  P sy ch o lo g ica l So ciety , 2 0 0 0 a ), and will th erefo re  b e  used th ro u g h o u t th is  stu d y .
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concluded that the increase in ethnic diversity as described above is also apparent in the 
population of people with severe learning disability.
1.3 Prevalence of learning disability and ASDs in children and young people
According to UK prevalence studies based on total population estimates, 2%-3% of 
children have a learning disability (Scott, 1994). Epidemiological data also suggests that 
ASDs affect around 115,000 families in the UK (Midence & O'Neill, 1999). The majority 
of epidemiological research does not include data relating to the ethnic profile of people 
with learning disabilities. However, Emerson and Hatton (1999) have suggested a 
projected 70% increase in the number of non-White people with learning disabilities in 
the UK from 1999 to 2021, compared to an increase of 3% in the White population. By 
2021, it is estimated that 7% of all British people with learning disabilities will be of 
South Asian origin (Emerson & Hatton, 1999).
The prevalence of learning disabilities in South Asian communities has been a source of 
contention over the years, with several authors suggesting that there is a higher 
prevalence in South Asian communities compared to White communities (e.g. Azmi et 
al., 1996; Emerson et al., 1997) and others suggesting that there is no difference (e.g. 
McGrother et al., 2002). However, it is acknowledged that accurately estimating the 
prevalence of learning disability across ethnic groups is problematic in the absence of 
rigorous epistemological research. Nevertheless, it remains the case that there is a 
significant over-representation of South Asian children in UK schools for children with 
severe learning disabilities (Di Terlizzi et al., 1999; Emerson & Robertson, 2002).
Several reasons have been postulated for this higher prevalence in ethnic minority 
communities. Klingner et al. (2007) state that being a person from an ethnic minority 
does not cause learning disabilities in and of itself, but that they are more likely than 
people from White communities to have lower socio-economic status, thus increasing 
their risk for acquiring a learning disability. Indeed, many authors have discussed the
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well-established link between socio-economic position and the prevalence of learning 
disabilities (e.g. Emerson, 2004; Fujiura, 1998; Fujiura & Yamaki, 2000). Furthermore, 
Emerson et al. (2006) state that in Britain, children in the 20% of most socio-economically 
disadvantaged families had more than four times the risk of learning disability when 
compared with those in the least disadvantaged 20%.
Other social and economic factors commonly cited as contributing to a greater risk of 
learning disability in South Asian communities include: a high incidence of low birth- 
weight; limited access to prenatal care; greater risk of exposure to trauma due to illness 
or injury; greater exposure to environmental toxins; and higher instances of infectious 
diseases (Fujiura & Yamaki, 1997). There has also been speculation that high rates of 
consanguineous (first-cousin) marriages in South Asian communities is associated with 
later learning disabilities in offspring (e.g. Teebi & El-Shanti, 2006; Yaqoob et al., 1995). 
However, Ahmad (1996) states that while the "consanguinity theory" is widely ascribed 
to by health professionals, there is little robust research to back up this speculation.
1.4 Definitions
1.4.1 Definition o f learning disability
Internationally, various classification systems are used to define and diagnose the 
presence of a learning disability e.g. the DSM-IV (American Psychiatric Association, 
1994) and the ICD-10 (World Health Organisation, 1992). Despite minor variations in 
wording and emphasis, both agree that three criteria must be met before a child or adult 
can be classified as having a learning disability i.e. a significant impairment of 
intellectual functioning (i.e. IQ <70); a significant impairment of adaptive/social 
functioning; and onset before the age of 18 years. The British Psychological Society 
(2000a) also provides guidelines for classifying the severity of a learning disability based 
on standardised IQ scores where "significant" impairment is classified by an IQ of 
between 55 and 69 and a "severe" impairment by an IQ of 55 or less.
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Various controversies surrounding the term "learning disability" and its measurement 
have been discussed over the years. For example, Whitaker (2003) notes that the cut-off 
points to classify someone as having a learning disability are arbitrary and tell us little 
about an individual's ability to cope. Concerns relating to IQ drift and discrepancies 
between tests are also noted (Leyin, 2004). Others have raised concerns that the scales 
used to measure IQ (typically the Wechsler scales) may not be applicable to certain 
groups e.g. those who have significant cognitive or sensory impairments (Banis & Jones,
2003), those who are disadvantaged socio-economically and those of different 
cultural/linguistic and minority backgrounds (Murray et al. 2003). Indeed, the cultural 
bias of IQ testing is well recognised but it is still often administered in a 'culture-blind' 
fashion (O'Hara, 2003). Additional concerns relate to the negative impact that IQ 
assessment can have on an individual's self-concept (e.g. Hastings et al., 1993).
The recognition that learning disabilities are socially constructed has led to an awareness 
of the limitations of traditional ways of identifying and labelling someone as having a 
learning disability. This will be further explored in this chapter.
1.4.2 Definition o f Autism Spectrum Disorders
The term 'autism spectrum disorders' covers pervasive developmental disorders that 
share common symptoms, including autism and Asperger syndrome. Both the DSM-IV 
and ICD-10 present features by which both may be recognised, referring to areas of 
development rather than specific behaviours. The bases of both diagnostic systems relate 
to differences in three areas of development: difficulties in emotional and social 
understanding; verbal and non-verbal communication; and flexibility in thinking and 
behaviour.
Although autism and Asperger syndrome share similar characteristics and are viewed 
by many as lying on a continuum, they are nonetheless quantitatively and qualitatively 
different (Howlin, 1998; Wing, 1998). Autism is often considered to be a severe disability
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because of the intense lifelong effects it has on the individual and his or her family 
(Dyches et al., 2004). It is usually present from birth or very early in development, and 
frequently co-exists with learning disability. In individuals with Asperger syndrome, 
there are usually no clinically significant delays in cognitive development or adaptive 
behaviour (American Psychiatric Society, 1994). These children's differences manifest as 
impaired social interaction and the development of restrictive, repetitive patterns of 
behaviour and interests that commonly do not create obvious problems until school age 
(Hyman et al., 2001). For this reason, Asperger syndrome is generally diagnosed at a 
later age, whilst autism can be diagnosed reliably around two years of age by 
experienced clinicians (Lord & Spence, 2006). It is important to note that an individual 
may have an ASD without a co-existing learning disability. In addition, a high number 
of autistic traits are likely to be found in people with learning disabilities even if the 
criteria for a formal diagnosis of an ASD are not met (Bhaumik et al., 1997).
As with the diagnosis of learning disabilities, concerns relating to the diagnosis of ASDs 
have been raised. These typically relate to the often ambiguous and contingent quality of 
diagnoses since they are behaviourally-based and made against developmental markers, 
and therefore, are open to change as a child develops (McLaughlin, 2005).
1.4.3 Disability as a social construct
It is now commonplace to accept that learning disabilities are socially constructed. 
Anthropological work suggests that all societies may make distinctions between 
'competent' and 'incompetent' people (Jenkins, 1998). As a result, definitions, 
measurement and prevalence of learning disabilities has varied enormously within both 
high and low-income societies over time and internationally (Trent, 1994; Wright & 
Digby, 1996). Fryers (1993) notes that this variance can be accounted for by social, 
political, economic and cultural changes within society throughout history.
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It is dear that the definitions of learning disability and ASDs are based on a medical 
model of disability. Indeed, Emerson et al. (2007) note that westernised countries have 
developed highly systematised methods for identifying learning disability, partly 
through shaping the construct of learning disabilities itself and partly through the 
development of standardised measurement tools. However, critics of the medical model 
note the controversy in relation to defining disability in this way and the values that 
become attached to it (e.g. Morris, 1993). They further question the fact that its narrow 
focus on the 'medical condition' or 'impairment' often reduces disability to a form of 
'personal tragedy'. Furthermore, Klotz (2004) says that given the dominance of the 
medical model, people with learning disabilities are only ever professionally 'known' in 
terms of their 'disabilities' or 'abnormalities'. She argues that this then informs the way 
that such people are perceived and treated in ways that pathologise and objectify them.
Bogdan and Taylor (1976) are widely cited in literature discussing the social construction 
of learning disability. They have stated that the 'scientific aura' which surrounds 
learning disability masks the subjective moral and cultural values and judgements 
associated with it. They note that terms such as 'learning disability' tell us little about 
the individual given such a label, but more about society and the methods by which 
those in power perceive and categorise people who fail to fit the increasingly complex 
demands of modern society (Bogdan & Taylor, 1976). Indeed, Emerson et al. (2007) 
explain that the construct of learning disability currently used in westernised societies 
has been developed to meet the needs of a specific group of largely urban and 
industrialised countries at a particular point in time e.g. the construct of intelligence 
places much emphasis on the abstract reasoning skills required for economic 
productivity within societies that value literacy and numeracy. Similarly, the construct 
of adaptive behaviour emphasises independent functioning within high income 
societies.
13
In addition to meeting particular societal needs, Emerson et al. (2007) go on to suggest 
that the construct of learning disability also reflects dominant values within high income 
societies. In cross-cultural terms, these societies have been characterised as highly 
individualist (as opposed to collectivist), defined in terms of: the definition of the self as 
personal or collective, independent or interdependent; personal goals having priority 
over group goals or vice versa; an emphasis on exchange rather than on communal 
relationships; and the relative importance of personal attitudes versus social norms in a 
person's behaviour (Triandis, 1995).
However, the construct of a learning disability based on notions of individualism has 
been shown to be less relevant for ethnic minority groups who are often thought to be 
more collectivist in nature (Emerson et al. 2007). This is reflected in their understandings 
of learning disability which relate to collectivist values. For example, some family 
members within some ethnic minority groups seem more likely to value and define their 
children's competence in terms of interdependence, appropriate social behaviour within 
the family context, and showing respect for family members and their cultural practices 
(Magana, 1999; Rao, 2006).
Emerson et al. (2007) note the tension that can arise when the dimensions of competence 
valued by some ethnic minority communities come into conflict with "Western" 
constructions of incompetence. They note that these tensions may be more likely to arise 
at particular times e.g. during the transition from child to adult services, particularly in 
terms of placement outside of the family home for the individual with learning 
disabilities (Blacher, 2001). Various researchers suggest that when Western constructions 
of incompetence are imposed on groups of individuals who do not necessarily share 
such constructions, and especially when they are allied to sufficient professional 
infrastructure and power, it can lead to families being perceived by professionals as 
obtrusive, over-protective and in denial about their child's learning disability (e.g. 
Mpofu, 2002). As well as a clash of values, Hatton (2002) notes that conflicts such as
14
these are also likely to be a function of the socio-economic position of families, language 
issues, and racism on the part of service systems.
1.5 Parents experiences of receiving diagnoses for their children
1,5.1 Introduction
Researchers have traditionally assumed a psychopathological stance in considering the 
experiences of families who have a child with a learning disability. For example, Solnit 
and Stark (1962) suggested that mothers of children with disabilities inevitably mourned 
the loss of their idealised child. This assumption resulted in stage theories which 
assumed that mothers went through stages involving shock, emotional disorganisation, 
and emotional reorganisation as they adjusted to the trauma of having a child with a 
learning disability. Others felt that mothers harboured 'chronic sorrow' that was 
exacerbated at key transition points in their child's development (Olshanksky, 1962). 
However, Blacher (1984) notes that the empirical basis and usefulness of such stage 
models are questionable, due to the dangers of using them to stereotype families rather 
than help them.
More recently, research has moved to a position that families are stressed but coping as 
best they can. Even more recent research explores the idea that having a child with a 
learning disability and/or an ASD can have many positive effects on families. Despite a 
lack of conceptual clarity over what is meant by positive impact or related terms, 
Hastings and Taunt (2002) advocate a position where researchers set positive 
experiences against the better researched negative effects if a fuller understanding of 
parental acceptance, adjustment and coping post-disclosure of diagnosis is to be 
achieved.
There are now a significant number of studies which examine not only the role of 
parents in a child's development and the impact of a child with disabilities on the
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family, but also the experiences of parents in obtaining a diagnosis and adjusting to its 
consequences. Green (2002) notes that the diagnosis of a learning disability and/or an 
ASD can be traumatic and bewildering for many parents. Indeed, it has been noted that 
'disclosure' (the first communication of a diagnosis of a learning disability and/or an 
ASD in a child to the parents) is an experience which is often never forgotten (Sharp et 
al„ 1992).
Most of the research in this area discusses issues relating to the following stages: pre­
diagnosis, diagnosis, post-diagnosis and adjustment.
1.5.2 Pre-diagnosis
During the period prior to obtaining an adequate diagnosis for their child, parents often 
begin to notice difficulties with their child's development and will usually have made 
numerous visits to a GP or paediatrician to discuss their concerns (Quine & Rutter, 1994, 
Smith et al., 1994). For example, in relation to ASDs it has been noted that parents often 
begin to notice behavioural and communication difficulties when their child is as young 
as 17 months (Coonrod & Stone, 2004). Using UK samples, Howlin and Moore (1997) 
and Howlin and Asgharian (1999) found autism diagnosed on average at 5.5 years and 
Asperger syndrome at 11 years. However, despite the decreasing average age at which 
ASDs have been diagnosed in recent years, parents are still often faced with a slow and 
frustrating period of uncertainty, confusion and worry that can be characterised by 
parental feelings of self-blame as well as severe stresses on family relationships 
(Midence & O'Neill, 1999). Furthermore, parents can often find themselves in the 
position of trying to convince clinicians that there is a need for specialist assessment 
(Goin-Kochel et al., 2006). Qualitative studies carried out by Gray (1995) and Schall
(2000) have found that parental dissatisfaction in relation to the diagnostic process can 
be partly attributed to clinicians' minimisation of parents' concerns about their child's 
development and subsequent diagnostic delays. During this time parents may be given
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false assurances, or their child may even be given a diagnosis that is incorrect, 
misleading or vague (Mansell & Morris, 2004).
Various researchers have discussed the reasons why clinicians are in a difficult position 
when they first suspect a learning disability and/or an ASD. For example, Quine and 
Rutter (1994) note that clinicians do not want to destroy a parent's hope, nor to foster 
false optimism. In relation to ASDs, Goin-Kochel et al. (2006) argue that since behaviour 
difficulties and speech delays are not unique to children with ASDs, clinicians tend to be 
cautious about diagnosing incorrectly to prevent needless tension in families whose 
children are developing typically, albeit at a slower rate. It has also been shown that in 
30%-50% of children with a learning disability, it is not always possible to state a certain 
diagnosis (Daily et al., 2000). Delays in diagnosis are, therefore, often due to the need to 
observe the child, sometimes over long periods of time, before a full diagnosis can be 
made (where possible). However, the gap between a parents' first concerns and age of 
diagnosis can be problematic in light of evidence suggesting that early identification of 
learning disability and/or ASD can be beneficial in reducing the impact of early deficits 
on later functioning (Mundy & Crowson, 1997), by allowing access to appropriate 
interventions and educational programmes targeted at both the child and family 
(Shattuck & Grosse, 2007).
1.5.3 Diagnosis
The process of finally receiving a diagnosis leads to mixed emotions in parents. Many 
experience relief that someone else has corroborated what they had initially suspected 
(Midence & O'Neill, 1999) and receiving a diagnosis often provides a way to explain 
their child's difficulties to themselves and to others. Other parents are described as 
experiencing shock, disbelief, anger, hopelessness, denial and confusion (Seigel, 1997). 
There are a number of studies which explore parents' experiences of and satisfaction 
with the diagnostic process. Most of this research has focused on retrospective parental 
reports of satisfaction and while there are concerns about potential biases in parental
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recall, satisfaction is consistently shown to be low (Pearson et al., 1999; Quine & Pahl, 
1987; Sloper & Turner, 1993). In relation to ASD diagnoses, Goin-Kochel et al. (2006) 
carried out a web-based survey of 494 parents and found that about 40% were 
dissatisfied with the diagnostic process. Parents were more satisfied when they received 
diagnoses at earlier ages but more dissatisfied the more professionals they had to see 
before a diagnosis was given. Parent education and income were associated with earlier 
diagnoses and subsequent higher satisfaction. The authors note that this raises questions 
about equitable pathways to a diagnosis for families of low socio-economic status who, 
they argue, may have fewer resources from which to draw support and information and 
therefore may put forth less of a 'push' towards clarifying their children's issues and 
needs. Other qualitative studies suggest that parental satisfaction is related to the 
certainty of the stated diagnosis (e.g. Graungaard & Skov, 2006)
While many studies attest to parent dissatisfaction with the diagnostic process, Cottrell 
and Summers (1990) have shown that parents remain relatively satisfied so long as they 
are kept fully informed about the reasons when a firm diagnosis cannot be made. 
Further evidence exists in relation to ASD diagnoses showing that dissatisfaction with 
the disclosure of diagnosis is not inevitable. For example, Brogan and Knussen (2003) 
carried out a study using a self-report measure with a Scottish sample comprised of 92 
mothers and 34 fathers. Whilst taking into account the difficulties inherent in using self- 
report measures and the low return rate obtained in this study, it revealed that more 
than half of the sample were satisfied or very satisfied with the disclosure. Furthermore, 
parents who were more satisfied felt that their opinions were taken seriously and were 
positive about the manner and communication skills of the professional handling the 
disclosure.
Indeed, various researchers have explored clinicians' practice in communicating a 
diagnosis to parents. In an early study, Cunningham et al. (1984) studied how Down's 
syndrome was reported to parents and found that they were presented with a picture of
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struggle and grief, which impacted on their ability to cope and respond to their baby 
over the long-term. Cunningham (1994) has since discussed that the "grief" parents are 
said to experience when a diagnosis is given is not solely down to the news itself, but a 
product of the processes clinicians go through i.e. if the clinician assumes the news is 
"bad" and needs to be "broken", it denotes a negative conception which is likely to be 
imparted on the parent. Indeed, McLaughin (2005) has noted that medical approaches to 
diagnosis and disability generate an overly pathological approach to communication 
which can confirm for parents that this, indeed, is a dreadful thing that is happening to 
them and their child.
Hasnat and Graves (2000a) carried out interviews with 23 parents of children with 
developmental disabilities and showed that parents were more satisfied when the 
disclosing professional communicated well, had an understanding of parental concerns 
and was direct in manner. A number of other researchers have identified dissatisfaction 
among parents as being due to, in part, the way a professional communicates a 
diagnosis e.g. being unsympathetic, cold, insensitive and using language that is too 
difficult to understand (e.g. Cunningham, 1994; Graungaard & Skov, 1996).
As well as exploring parents' experiences, various researchers have also explored 
clinicians' practice in disclosure of diagnosis. For example, it has been found that their 
practice can be influenced by the perceived intellectual ability, educational and ethnic 
background of parents as well as their perceived emotional state (e.g. Hasnat & Graves, 
2000b; Lipton & Svarstad, 1977).
Taanila et al. (2002) argue that while the communication skills of health professionals 
have improved over the last 20 years, it is important to keep in mind evidence 
suggesting that the initial experiences with clinicians can have a significant and lasting 
influence on parents' ability to accept, adjust and cope with their child's difficulties post­
disclosure. In addition, Tates et al. (2002) note that poor communication between parents
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and professionals during disclosure of diagnosis can result in mistrust and anger that 
influences future relationships between parents and professionals. However, it has been 
shown that when disclosures of diagnoses are handled skillfully, the communication of 
assessment findings can be a turning point for parents as they are helped to understand 
their child's needs and plan for their future treatment and well-being (Cottrell & 
Summers, 1990). In order to facilitate good practice in communication, various 
recommendations have been developed e.g. emphasising the need to undertake 
disclosures using everyday language which is free of medical jargon, allowing sufficient 
time to disclose a diagnosis and arranging follow-up support to discuss any issues 
relating to the diagnosis (e.g. Cunningham, 1994).
In addition to recommendations regarding communication of diagnoses, there has also 
been an emphasis on developing a collaborative relationship with parents and allowing 
them to play a key role in the diagnostic process. Researchers have showed that parents 
often expect to be cooperating partners with professionals and value being 
acknowledged as the experts on their own child (e.g. Graungaard & Skov, 2006). Indeed, 
a qualitative study carried out by Scorgie and Sobsey (2000) showed that when parents' 
knowledge is valued, a strengthened sense of purpose and self-affirmation in parents 
seems to follow.
Good et al. (1994) state that while drawing parents into the diagnostic process as active 
participants is essential, it is important to consider the references through which they 
draw meaning in the process. This is important in light of the fact that both professionals 
and parents bring with them existing discourses of disability that influence the way they 
discuss and frame a diagnosis. For example, Landsman (2003) argues that the medical 
model of disability maintains hierarchical models of medical practice which can often 
make it difficult for parents to speak for their children and challenge unnecessarily 
negative forecasts for what the future holds. Indeed, Graungaard and Skov (2006) found 
that parents expressed concern about the difference between themselves and clinicians'
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perceptions of their child, whereby parents often focused on their child's possibilities 
while clinicians described their child in terms of disabilities and symptoms. However, 
other researchers have investigated the role that parents can also play in the 
médicalisation of difficulties by advocating for a medical explanation in hopes that it 
will open doors to supports as well as redefining their child with a legitimate condition 
(e.g. Conrad & Potter, 2000).
1.5.4 Post-diagnosis
Following the disclosure of a diagnosis, parents often face many difficult existential 
questions. Various models have been proposed to conceptualise the experiences of 
parents following diagnosis e.g. the "parent transformation process" model (Scorgie et 
al., 2004). This model suggests that, following diagnosis, parents are confronted with a 
number of critical questions as they aim to cope with the diagnosis and move on. Such 
questions include: life trajectory identity-oriented questions (e.g. Who is my child? Who 
can they become? Who am I as a parent and who can I become? How will this diagnosis 
change life now and in the future?); existential meaning-oriented questions (e.g. Why 
did this happen? How can I make sense of it?); and personal and family choice-oriented 
questions (e.g. How are we going to react to and live with the diagnosis? What choices 
are available to us?).
In answering life trajectory identity-oriented questions, issues arise in relation to what 
Green (2002) calls a "double loss" -  the loss of the child parents imaged, as well as a loss 
of their anticipated futures. Wilgosh and Scorgie (2006) found in their qualitative study 
that in the process of constructing new child images, parents spoke about the 
importance of focusing on the positive characteristics of their child. Wilgosh & Scorgie
(2006) argue that professionals can help parents to answer these questions by supplying 
realistic but hopeful information about their child's diagnosis, and also by supporting 
the development of parental self-efficacy. In facilitating the process of image-making, 
the importance of adequate information is not under-estimated. Taanila et al. (1998) note
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that information that parents are given upon diagnosis can profoundly shape the images 
they construct and subsequent feelings of confidence in managing their situation. 
Despite this, studies consistently report that clinicians underestimate parents' need for 
relevant, timely and accessible information at the time of disclosure of diagnosis (e.g. 
Hasnat & Graves, 2000a; Howie-Davies & McKenzie, 2007).
In relation to existential meaning-oriented questions, Meichenbaum and Fitzpatrick 
(1993, p. 711) assert that following a stressful event, people must "construct meaningful 
and acceptable interpretations that provide them with a source of predictability and 
control". Indeed, Wilgosh and Scorgie (2006) note that following a diagnosis for their 
child, a parent must make sense of the diagnosis and that religion and faith can provide 
a way of doing so for some parents. They further note that finding answers to "why" 
questions can be a long and difficult process for parents but that professionals can help 
by clearing up misconceptions that parents may have as well as gently and positively 
challenging unhelpful ruminations (Wilgosh & Scorgie, 2006). However, the importance 
of reflexive practice is not under-estimated by Wilgosh and Scorgie (2006), who note that 
clinicians should be aware of the extent to which they might shape the meaning-making 
process for parents by imposing their own constructions of disability (either consciously 
or unconsciously).
In answering personal and family choice-oriented questions, Nota et al. (2003) state that 
following a diagnosis, most parents actively engage in seeking strategies that will enable 
them to increase the management of their personal and family lives. Wilgosh and 
Scorgie (2006) found that rather than resigning themselves as victims of the diagnosis, 
their acceptance of it enabled them to seek solutions. This has been emphasised in other 
qualitative studies (e.g. Poehlmann et al., 2005) and found to be important to the well­
being of parents (Taanila et al., 2002). Furthermore, Wilgosh and Scorgie (2006) argue 
that professionals can help to facilitate the process of choice-making by valuing parental
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knowledge of their children and developing collaborative partnerships with them, in 
hopes of encouraging a more positive sense of their parenting.
Wilgosh and Scorgie (2006) argue that the processes of image-making, meaning-making 
and choice-making can result in significant changes or "transformations". For example, 
they describe ways in which parents had been positively changed as a result of 
parenting a child with a learning disability such as: becoming stronger; realising 
something profound about themselves; being less judgmental; more understanding; and 
realising what is important in life. Various other qualitative researchers have found 
similar positive outcomes (e.g. Stainton & Besser, 1998; Taunt & Hastings, 2002).
Wilgosh and Scorgie (2006) stress that these questions are likely to arise throughout the 
child and family life cycle, requiring a reworking of images and meanings and the 
provision of a new range of choices. They further note that professionals who are aware 
that adjustment is not always a linear process are less likely to judge parents and more 
likely to continue to encourage positive life management and transformation. In 
addition, while many parents report positive transformations as described above, it has 
been emphasised that this is not necessarily indicative of a lack of negative outcomes. 
Indeed, Hastings and Taunt (2002) note that positive experiences typically co-occur with 
stressful experiences but that positive perceptions can be viewed as one means by which 
parents can cope with the challenges of raising a child with a learning disability.
1.5.5 Adjustment in families with a child with a learning disability/ASD
There are a growing number of studies which give an insight into how both positive and 
negative parental adjustment and coping are influenced by a number of factors e.g. child 
characteristics, family or environmental features and factors relating specifically to the 
parent. Furthermore, various theoretical models have been proposed to conceptualise 
these factors e.g. the double ABCX model (McCubbin & Patterson, 1983). A full 
consideration of the factors associated with parental adjustment is beyond the scope of
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this study. However, in terms of child characteristics related to specific dimensions of 
family adjustment, the following have been shown to be important: age and gender (e.g. 
Emerson, 2003); child behaviour problems (e.g. Hastings, 2003; Simmerman et a l, 2001); 
physical health (e.g. Neely-Barnes & Macenko, 2004); type and severity of disability (e.g. 
Abbeduto et al., 2004); communication ability (e.g. Blacher & Mclntrye, 2006); adaptive 
behaviour limitations (e.g. Saloviita et a l, 2003); and the social impact of the child's 
difficulties (e.g. Emerson, 2003).
In terms of parental and family factors, the following have been shown to be related to 
variations in adjustment: maternal age (e.g. Flynt & Wood, 1989); education level (e.g. 
Yau & Li-Tsang, 1999); coping strategies used by parents (e.g. Grant & Whittell, 2000); 
parental personality factors such as sense of coherence, self-efficacy and locus of control 
(e.g. Hassall et al., 2005; Hastings & Brown, 2002; Olsson and Hwang, 2002). Most of this 
research involves only mothers, therefore there is a lack of data concerning differences 
between parents in adjustment. However, a strong spousal relationship (Yau & Li- 
Tsang, 1999), high family cohesion (Blacher et al., 1997) and father participation in care- 
giving have been shown to influence both parents' appraisal of the burden of care and, 
therefore, better parental adjustment.
Clearly, the above findings are clinically important but the findings must be interpreted 
in light of various methodological concerns. For example, the majority of the findings 
are unable to determine causality between variables since most of the studies employ 
correlational methods and often lack control groups. A lack of longitudinal data also 
limits understanding of the adjustment process over time. Further concerns relate to the 
fact that much of the literature reviewed in this area fails to employ representative 
samples of families to enable the study of the broader social context within which 
families operate. Emerson et al. (2006) argue that such a failure serves to reinforce an 
overly 'pathological' orientation in which children with learning disabilities are 
implicitly assumed to be a 'burden' and a cause of parental distress. Arising from
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concerns such as this, a number of studies have explored broader contextual factors that 
impact on a parent's ability to adjust to the diagnosis of their child e.g. low rates of 
employment or delayed entry into the workforce (e.g. Seltzer et al., 2001); socio­
economic circumstances (e.g. Emerson et al., 2004); and the nature and quality of both 
proximal and distal forms of social support (e.g. Hatton et al., 2002).
Another limitation of much of the research is that it is mainly focused on White families, 
thus limiting our understanding of the same issues within families of a non-White 
background as well as of how issues of race, culture and language affect families of 
children with learning disabilities.
1.6 Culture in the lives of families of children with a learning disability/ASD
1.6.1 Introduction
"It is a supposition o f cultural psychology/ that when people live in the world differently, it may 
be that they live in different worlds" (Shweder, 1991, p.23).
The under-representation of non-White families in research is problematic given that a 
family's culture and ethnicity can have powerful influences on family beliefs, values and 
practices as well as how they seek and experience formal and informal support 
(Ferguson, 2001; Neely-Barnes & Dia, 2008). Indeed, a number of studies have shown 
that a parent's response and adjustment to a diagnosis of disability in their child can be 
profoundly shaped by cultural meanings associated with disability (e.g. Harris, 1996; 
Harry, 1992). In addition, there is recognition that the type and intensity of the impact of 
having a child with a learning disability and/or an ASD can vary depending on factors 
related to culture, ethnicity and language (Hatton et al., 2003).
A number of researchers have carried out studies concerning issues of culture, using 
qualitative (e.g. Harry, 1992; Magana, 1999), quantitative (e.g. Bailey et al., 1999; Rogers-
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Dulan, 1998), or mixed methods (e.g. Hatton et al., 2003). The majority of these studies 
typically concern U.S Latino, African American or Asian American (Chinese, Japanese) 
samples. There are a smaller but growing number of studies carried out in the UK, 
mainly with South Asian families. These studies have allowed key constructs to emerge 
that are not typically emphasised in mainstream research e.g. family religiosity has been 
found to be an important aspect of the lives of African American families (Rogers-Dulan,
1998), U.S. Latino families (Skinner et al., 2001), and UK South Asian families (Hatton et 
al., 2003). The construct of familism (a cultural value including interdependence among 
nuclear and extended family members for support) has also been found to be an 
important construct in U.S. Latino families (Magana, 1999). Acculturation has also been 
explored with U.S. Latino families and UK South Asian families, and has been defined 
by Berry et al. (2002) as the extent to which families adopt practices of the majority 
culture or maintain their heritage, culture and identity, and the extent to which 
relationships are sought with people from other ethnic groups. Blacher and Hatton
(2007) argue that these constructs may be important for families across all cultural 
groups, but with cultural patterning in the way they are played out within families.
1.6.2 Distress, disadvantage and discrimination
As well as exploring cultural constructs, the majority of studies in this area have also 
been concerned with assessing levels of distress and documenting the disadvantages 
and discrimination that families face. This literature gives a mixed picture with some 
between-group comparisons showing that families from ethnic minority backgrounds 
report fewer negative impacts than White families. For example, Valentine et al. (1998) 
compared African American and White families and found that African American 
families reported greater gratification and fewer burdens in the care-giving role than 
White families. However, Emerson et al. (2004) used a sample of 408 parents in the UK 
and showed that scoring above the threshold for psychological distress on the General 
Health Questionnaire-12 (Goldberg & Williams, 1988) was strongly related to South 
Asian ethnicity. This reflects other findings of high levels of parental distress in South
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Asian communities (e.g. Chamba et al., 1999; Hatton et al., 1998). However, Emerson et al. 
(2004) speculate that the association between ethnicity and parental distress is mediated 
by socio-economic deprivation and exacerbated by the fact that South Asian parents are 
less likely than White parents to receive a range of formal and informal supports.
In relation to formal and informal supports, it has been shown that although support 
from partners or other children within the household is often found to be important 
(Hatton et al., 2002), South Asian families with a child with learning disabilities receive 
less support from extended family networks compared to White families in similar 
circumstances (Hatton et a l, 1998) and receive little support from community or faith 
agencies, contrary to common stereotypes (Ahmad & Atkin, 1996). Ahmad and Atkin 
(1996) argue that stereotypical views of 'they look after their own' (and therefore have a 
reduced need for specialist services) are commonly found within services and they 
argue that this can exacerbate the invisibility of South Asian parents and reinforce the 
neglect they can experience form services. In addition, Shah and Sonuga-Barke (1995) 
found that South Asian mothers with children with learning disabilities reported higher 
levels of depression and anxiety associated with living in extended families and they 
hypothesised that this may be due, in part, to the impact of inter-generational 
differences and outlooks.
Indeed, Fazil et al. (2002) studied Pakistani and Bangladeshi parents and found themes 
of mothers being blamed for the disability as well as some fathers demanding a divorce 
following a diagnosis. Croot et al. (2008) noted that scrutiny from within the immediate 
family and also members of extended families can often be judgmental and unhelpful, 
resulting in mothers often isolating themselves and their child. Other reasons postulated 
to account for the isolation of South Asian parents with a child with a learning disability 
and/or an ASD include the desire to protect their Izzat. Izzat is the term used to depict 
family honour (Gilbert et al., 2004) and for some families, an individual's disability and 
associated behaviours can bring shame or dishonour on the family and, consequently,
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they may feel pressured to hide the learning disability. Researchers rightly argue that 
stigma and isolation are not confined to ethnic minority communities and that they 
affect people with learning disabilities and their families from all sections of the 
community (e.g. Coleman et al. 2007). Nevertheless, in some ethnic minority 
communities stigma may be based on specific implications e.g. the impact on marriage 
prospects for both the disabled child and his/her relatives. The impact of stigma has 
been thought of as one factor associated with the low uptake of services (Hughes, 1984).
Despite this, many South Asian parents have expressed greater unmet service needs 
compared to White families (Pruchno & McMullen, 2004). However, Mir et al. (2001) 
found that South Asian parents' awareness of specialist services is low and poor 
awareness is associated with low use of a range of formal support services e.g. short­
term breaks, respite care and family support groups (Mir et al., 2001). However, Blacher 
and Hatton (2007) stress that low use of services is also likely to be related to socio­
economic position and the actual availability of services. In addition, English language 
proficiency seems to be crucial for gaining an awareness of and access to available 
service supports (Fatimilehin & Nadirshaw, 1994). Mir et al. (2001) argue that where 
formal supports for South Asian families with a child with learning disabilities are 
accessed, they often fail to meet family needs in terms of sensitivity to language issues, 
cultural values and family backgrounds. Cross et al. (1989) argue that this is perhaps 
unsurprising given that services in the UK are primarily geared towards the beliefs, 
values, ideas and language of the majority culture, or the White middle-class English- 
speaking majority.
The wider literature on ethnicity and disability shows that many parents experience a 
'learned helplessness' towards services (Mir et al., 2001), whereby service non­
responsiveness, clinicians' minimisation of parental concerns and difficulties in 
communication can lead parents to feel reluctant to use services, therefore, leaving them 
more vulnerable to their situation (Atkin & Ahmad, 2000; Mandell et al., 2002).
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Furthermore, Baxter et al. (1990) and Ahmad (1996) argue that racist assumptions by 
professionals can be particularly damaging to parents. For example, misinformation and 
bias concerning consanguineous marriages as a cause of disability may affect 
professional practice and alienate families. Ahmad (1996) argues that viewing 
consanguinity as a cause of learning disability promotes a reductionist model of 
disability which places blame on parents and reinforces negative stereotypes of cultures 
and traditions.
Various researchers have explored the reasons why there is a common absence of a 
dialogue of issues of race, culture and language in services. For example, Aitken (1998) 
argues that clinicians may be concerned that if they explicitly acknowledge difference 
such as those across race and culture, this may be interpreted as racist or oppressive by 
parents. This may result in clinicians being led by parents on these issues rather than 
taking responsibility themselves. However, Aitken (1998) goes on to argue that this 
parent-led approach may disadvantage and silence parents who have few resources to 
draw on to emphasise the credibility and legitimacy of their own values and beliefs. 
Furthermore, Bostock and Diamond (2005) argue that an absence of an open dialogue 
reinforces the misperception that issues of culture, ethnicity and language have no 
impact on families. This relates to wider concerns about the ethnocentricity of services 
and, indeed, various researchers have emphasised the need for professionals to 
challenge ethnocentrism in service provision that can result in discrepancies in power 
that are to the disadvantage of particular groups, and act as a potential barrier to 
culturally appropriate care (e.g. Jones & Devlin, 2009).
As a result of concerns about culturally-inappropriate services, various cultural 
competency training programmes are available within the NHS. However, these are 
rarely made compulsory and are therefore usually seen as an "add-on" to practice, 
rather than an essential component. Moreover, concerns have been raised by Mir et al.
(2001) that such programmes often take a "cookbook" approach to cultural competency,
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resulting in de-contextualised knowledge on issues such as religious and cultural values, 
norms and customs. They argue that such programmes can lead to stereotypical views 
and inflexible approaches to service provision.
While the findings reviewed in this section are important, various concerns have been 
raised about the cultural competence of some of the research carried out. For example, 
difficulties can arise in using standardised measures cross-culturally as constructs that 
frame measures are not always equally applicable across cultures (Blacher & Mink,
2004). Furthermore, Magana (2000) argues that much research has concerned between- 
group analyses (comparisons with White families) instead of within-group analyses. She 
argues that this is problematic since it often carries with it the assumption that each 
culture ascribes to the same set of values and beliefs and can result in equating 
difference (where detected) with dysfunction if compared to a mainstream sample.
1.6.3 Ethnic minority fam ilies’ experiences o f receiving diagnoses
Compared to the literature exploring White families' experiences of the process of 
receiving a diagnosis of a learning disability and/or an ASD for their child, there is 
limited literature exploring the experiences of families of an ethnic minority 
background. The available literature suggests that there are differences in the timing of 
diagnosis for ethnic minority children. For example, several studies have shown that age 
of diagnosis of disability was significantly younger for White children than for ethnic 
minority children (e.g. Mandell et al., 2002). However, it is likely that a combination of 
the following factors are associated with this finding: a lack of access to diagnostic 
services; differences in socio-economic position; a lack of culturally appropriate 
assessments which are sensitive to cultural variations in the presenting difficulties; and 
the possibility of ethnic minority parents identifying and interpreting symptoms 
differently and at later ages than White parents (Mandell et al., 2002).
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Indeed, in relation to the last point made, Daley (2004) carried out qualitative research in 
India with 95 families of children with autism and explored parents' ideas about what 
constituted problem behaviour. They found that Indian parents noticed there was a 
problem with their child's development about 6-10 months later than White U.S. 
parents. Their interpretation of symptoms also varied e.g. one father saw his daughter 
ignoring other children as a sign of maturity, and a mother was not concerned about her 
4-year-old son's lack of speech because her belief was that Indian males begin to talk 
later in their development.
Hatton et al. (2003) examined the disclosure experiences of UK South Asian parents of a 
child with severe learning disabilities using semi-structured interviews and found that 
similar to the experiences of White parents, factors that increased satisfaction with 
disclosure included the relay of clear information in an emotionally supportive way, 
along with linking the disclosure to support services. There was also evidence that 
parental satisfaction with the information received during the disclosure process 
predicted receiving greater support from formal services. Such strong relationships 
between the disclosure process and practical gains for parents are not commonly found 
in research with White families. Hatton (2002) suggests that White parents are often able 
to access the service system despite potentially negative experiences of the disclosure 
process, whilst a negatively experienced disclosure process may be a barrier against 
gaining formal support beyond special education for South Asian families.
Despite similar levels of satisfaction with White families, the above researchers found 
that good practice in disclosure was less common for parents in their study. Difficulties 
included the time taken to receive diagnoses and a lack of post-diagnostic support. In 
addition, receiving information and advice at the time of diagnosis and after diagnosis 
that was culturally and linguistically appropriate was shown to be lacking. Other 
research has shown that the methods used to disclose diagnoses can be poor e.g. using 
non-professional interpreters (Butt & Mirza, 1996). However, in a similar way to White
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families, Hatton et al. (2003) found that good practice in disclosure seemed to assist 
parents in meaning-making and acceptance, and practical challenges. Parents in this 
study reported that the disclosure had a significant impact on their understanding of 
their child's condition and, consequently, their emotional acceptance of their child. A 
lack of shared parental understanding and acceptance was found to lead to considerable 
parental distress, emotionally unsupportive relationships between partners, and a lack 
of mobilisation of informal and formal support systems.
1.6,4 Responses to and understanding o f a diagnosis o f learning disability/ASD
Cultural and ethnic influences on familial responses to a person with learning 
disabilities have been much discussed and often assumed (Reading, 1999), but there is 
little research to back up the assumptions. The research that exists presents an 
inconclusive picture. It is worth noting from the outset that many similarities are found 
across cultural groups in parental reactions to their child's diagnosis, including the most 
common parental reaction of love for their child (Mary, 1990). Indeed, while the positive 
aspects of caring for a child with a learning disability and the coping resources of 
families are being increasingly examined in White families, little research with ethnic 
minority families has taken this approach. However, the little research that exists 
suggests that cultural context is important in the assessment of positive outcomes in 
learning disability for U.S. Latino mothers (e.g. Blacher & Baker, 2007).
Various studies have been carried out investigating South Asian parents' perception of 
their child and their disability. Some have reported that parents view the learning 
disability as the will of God and their role as a parent as a pious act or test of faith (e.g. 
Mirza et al., 2009). Others have reported it as being a gift from God (Croot et al., 2008). 
Still others have reported that parents may believe they are being punished for their 
sins, and therefore feel guilty and passive (Stubblefield, 1977). It has been suggested that 
such theological beliefs may help to provide parents with an understanding of what has
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happened that can either lead to a sense of acceptance or resignation and low 
expectations of their children and their future (Webb-Johnson, 1991).
Bywaters et al. (2003) carried out semi-structured interviews with 19 South Asian 
families exploring parental attitudes and understandings of disability and suggested 
that theological explanations for disability were more likely to be adhered to when 
parents were not given adequate information about cause of disability from health 
professionals. They refuted the suggestion that religious beliefs in South Asian families 
lead to passive and negative attitudes to disability and subsequent poor uptake of 
services, suggesting instead that practical and material barriers prevent access. 
Furthermore, other research has found that South Asian parents often seek out 
explanations of disability pertaining to both theology and medicine, demonstrating that 
they are not mutually exclusive (e.g. Croot et al, 2008; Fatimilehin and Nadirshaw, 1994). 
In addition, Bywaters et al. (2003) suggested that parents are much more likely to 
accommodate alternative views concerning their child's disability when their own 
culturally and religiously-embedded views are respected and acknowledged, rather 
than dismissed (Bywaters et al., 2003). Furthermore, it has been shown that when South 
Asian parents have a good understanding of the medical explanation of their child's 
disability, they appeared to use this to refute negative ideas when family members 
expressed unhelpful beliefs about the causes of their child's disability and a hope for a 
'cure' (Hatton et a l, 2003).
Indeed, various researchers have found that South Asian parents and their extended 
families are often more poorly informed about learning disability than White British 
families. For example, a study by Channabasavanna et al. (1985) listed some 
misconceptions that South Asian parents had about learning disability. These included 
the notion of curability, and that marriage of a person with a learning disability may 
alleviate the 'condition'. Research carried out by Coleman et al. (2007) also reflects ethnic 
minority parents' hopes for a cure. The authors note that it is unlikely that such hopes
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are confined to ethnic minority parents, but that in the midst of experiences of 
discrimination, such hopes may well enable parents to cope.
1.7 Summary of research area and aim of current research
it is now well known that disclosure of a child's diagnosis is a crucial period for White 
parents with a child with a disability (Quine & Pahl, 1987; Sloper & Turner, 1993). Good 
practice in disclosure has found to be associated with parental understanding of their 
child and mobilisation of methods for coping, and subsequent adjustment (Sloper & 
Turner, 1993). However, very little research has focused on how South Asian parents 
experience the disclosure of diagnosis, how they come to understand the diagnosis and 
subsequently adjust to it.
Therefore, the present study seeks to build on the small body of existing cross-cultural 
research in this area by exploring South Asian parents' experiences of the diagnostic 
process for their child and the factors that may influence their subsequent 
understanding, acceptance and adjustment of the diagnosis and their child. In addition, 
since so little is known about positive experiences and outcomes for South Asian 
families with a child with a disability, the present study aims to draw out positive 
themes while exploring the above areas.
Since this is a qualitative study which aims to investigate the above issues in an open 
and explorative way, there are no pre-existing hypotheses to be tested.
It is hoped that the results will contribute to a greater understanding of whether there is 
cultural, ethnic or religious patterning in the way that South Asian parents experience 
the disclosure of diagnosis for their child and in their post-disclosure understanding, 
acceptance and adjustment. Furthermore, the author hopes to improve clinicians' 
knowledge in this area as well as give suggestions about how they can better meet the
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2.1 Methods of cross-cultural research
Hatton (2004) describes various research paradigms arising from Berry's work on three 
theoretical orientations within cross-cultural psychological research (Berry, 1999). 
Firstly, absolutism assumes that human phenomena are basically the same across all 
cultures. Thus, culture is assumed to play little or no role in either the meaning or 
display of human characteristics, with biology or economic circumstances usually 
assumed to underpin cross-cultural differences (Hatton, 2004). Helman (2000) says that 
with this view, the use of concepts such as "depression" across cultures, along with the 
use of (translated) standardised measures, is assumed to be unproblematic.
In contrast to the absolutist approach is relativism, which assumes that all human 
behaviour is culturally determined i.e. each culture is unique and, therefore, cannot be 
compared with other cultures. It follows that each culture must then be understood "on 
its own terms" (often called an emic approach; Hatton, 2004). According to this 
approach, Hatton (2004) notes that cross-cultural comparisons are theoretically 
indefensible and inevitably ethnocentric, and therefore, attempts to look for cross- 
cultural universals should not be made.
Lastly, universalism assumes that basic human characteristics are universal, and that 
culture influences the development and display of these characteristics. The degree to 
which particular characteristics and behaviours are cross-culturally universal or 
culturally patterned will vary, and can be tested empirically (often called an etic 
approach). Hatton (2004) states that one of the aims of universalist research is to 
determine the cross-cultural equivalence of the constructs existing within a particular 
theoretical framework (e.g. stress, coping, social support) and to develop corresponding 
cross-cultural equivalent measures.
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Hatton (2004) says that the vast majority of the research in the field of learning 
disabilities has implicitly taken an absolutist stance, with a result of the majority of 
constructs, measures, and theories being developed with reference only to the culture of 
the researchers (typically White). Furthermore, he states that very little, if any, research 
has been carried out which adopts a relativist position since according to this paradigm, 
researchers cannot even engage in emic research with other cultural groups from 
themselves, as this involves a "de facto imposition of the researcher's cultural 
worldview on another cultural group" (Hatton, 2004; p. 46).
Given the limitations in the above two approaches, the present study aims to take a 
universalist approach. Berry (1999) proposes a set of research strategies to underpin a 
universalist paradigm including: transporting and testing current psychological 
knowledge and perspectives by using them in other cultures; exploring and discovering 
new aspects of the phenomenon being studied in local cultural terms; and integrating 
what has been learned from the first two strategies to generate theories of cross-cultural 
applicability which are testable.
Hatton (2004) suggests that a universalist paradigm offers the best way forward for 
research investigating the role of culture in the lives of families of people with a learning 
disability. Therefore, the present study adopts a universalist stance to examine the 
experiences of South Asian parents of receiving a diagnosis of a learning disability 
and/or an ASD and subsequent adjustment.
2.2 Research strategies underpinning universalism
Emic research strategies aim to build up a detailed picture of a culture on its own terms 
in order to establish constructs, measures and theories grounded within the experience 
of a culture. There have been a number of examples of emic research such as Magana's 
(2000) research concerning people with learning disabilities in US Latino communities 
and Hatton et al s., (2003) research with UK South Asian families with a child with
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severe disabilities. Etic research is more concerned with investigating the cross-cultural 
applicability of constructs, theories and measures which have been derived from emic 
research. Hatton (2004) states that the majority of etic research is usually conducted 
quantitatively. Consequently, it follows that the present research is best met by 
undertaking research which is emic in nature. Hatton (2004) states that emic research 
lends itself well to qualitative approaches, as such approaches are specifically designed 
to build accounts or hypotheses grounded in the data obtained, whilst minimising the 
preconceptions researchers bring to the study in obtaining, recording and analysing 
data.
2.3 Justification for a qualitative approach
Epistemology examines the legitimacy of various types of knowledge and highlights the 
fact that there are disagreements about the unanimity of research methods (Cutcliffe, 
2000; Morse, 1999a, 1999b; Whittemore et al., 2001). The underlying epistemology of 
qualitative research has been described by Henwood & Pidgeon (1992) as naturalistic, 
contextual and interpretative. This is in contrast to the opposing epistemological 
position underlying quantitative approaches i.e. experimental, hypothetico-deductive 
and positivist (Henwood & Pidgeon, 1992).
Qualitative research is concerned with human meaning, experience and consciousness. 
Fourie (2008) notes that since these are complex, non-linear and multi-factorial they lend 
themselves well to research using a qualitative approach. Indeed, attempts to impose 
quantification on human meaning, experience and consciousness have been criticised by 
a number of researchers (e.g. Henwood & Pidgeon, 1992) on the grounds that it is 
unrealistic to explore subjective meaning with externally structured quantifications since 
this results in a reductionist view of such complex phenomena and, therefore, masks the 
fact that human meaning is unique and variable according to context. Furthermore, 
positivism and hypo-deductivism have been criticised due to the requirement for 
researchers to be objective reporters without personal involvement. This passive and
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unbiased positioning of researchers has been questioned due to its implicit assumption 
that data can be separated from a researcher's values, beliefs and assumptions 
(Charmaz, 2006).
In contrast, qualitative research involves the researcher becoming an "active participant" 
in the research process by immersing herself in the social world of participants and, 
thus, being more able to understand and interpret the meanings attributed to their 
experiences. Maxwell (1996) has noted that qualitative research is especially valuable 
when a researcher seeks to understand how participants make sense of events and 
objects and to examine processes which change over time and context.
2.4 The use of a qualitative approach for the current study
In addition to Hatton's (2004) recommendation that emic research lends itself 
particularly well to qualitative research, the researcher felt that a qualitative approach 
also fits particularly well with the present study since it provides the opportunity for a 
disenfranchised and often invisible group to be heard. In addition, Patel (1998) states 
that qualitative methodologies generally lend themselves well to an exploration of 
sensitive topics within their relevant socio-political contexts. One such qualitative 
methodology is Grounded theory, which is the method applied in the current study.
2.5 An overview of Grounded Theory
Grounded theory was first described by Glaser & Strauss (1967) more than 40 years ago 
and is now the most widely used qualitative research method (Charmaz, 2006). 
Grounded theory has been used in a range of disciplines to study a wide range of subject 
areas e.g. terminally ill patients' awareness of dying (Glaser & Strauss, 1965); speech and 
language therapy (David & Whitehouse, 1998; Fourie, 2008; Nettleton & Reilly, 1998); 
occupational therapy (Stanley & Cheek, 2003; Tamm, 1999; Whitcher & Tse, 2004); and 
management (Kan & Parry, 2004; Mohr, 1996). However, Dallos & Vetere (2005) view
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grounded theory approaches as being particularly well suited to psychotherapy-based 
research due to their ability to let participants' accounts speak for themselves.
Fourie (2008) suggests that the use of grounded theory in such wide ranging areas 
traditionally served by quantitative approaches is likely to be due to its ability to 
develop plausible theories for complex systems. Indeed, grounded theory was 
introduced not as an attempt to test theories but rather as a comprehensive and 
systematic way to develop and build theory (Dallos & Vetere, 2005). Grounded theory 
involves systematic data collection and analysis procedures in order to arrive at a theory 
which is 'grounded' in the data (Glaser & Strauss, 1967). Most grounded theory studies 
arrive at an initial substantive theory but can be developed into more abstract formal 
theory. This can be achieved by including materials from other studies, re-analysing the 
original material (Glaser & Strauss, 1967), and investigating a phenomenon under 
varying conditions and situations (Strauss & Corbin, 1990).
Theoretical sampling is one of the key procedures underpinning a grounded theory 
approach (Charmaz, 2006). It involves seeking new data when the emerging theory 
directs that a new area be explored further e.g. purposively selecting new participants 
on the basis that their narrative may help to develop the growing concept or to refine 
ideas (Barker et al., 2002; Strauss & Corbin, 1998). The grounded theory is then refined 
by searching for differences and similarities between subsequent interviews. For this to 
happen, all interview data must be 'coded' and analysed during the data collection 
stage.
The coding process involves fragmenting data into individual lines, sentences or units of 
meaning and then naming each segment of data with a category label. Willig (2001) 
states that categories can initially function as descriptive levels but as analysis 
progresses, they become more interpretative and analytic. Charmaz (2006) advocates the 
use of 'in-vivo' category naming and describes this as labels which mirror the words or
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phrases used by participants. This is said to minimise the influence of existing theory 
and preconceptions held by the participant. At the same time, the influence of the 
researcher's previous knowledge and understanding of the phenomenon being studied 
is explicitly acknowledged.
The process of 'constant comparison' follows coding and involves comparing each piece 
of data with the other and with emerging categories and theories. This leads to the 
potential identification of sub-categories. The data collection phase of the project stops 
when no new information or categories are found. This is known as 'theoretical 
saturation' (Glaser & Strauss, 1967).
The use of 'memos' is a key process in grounded theory throughout coding and analysis. 
Memos are records of a researcher's ideas and emotional reactions to the data and 
emerging categories (Dallos & Vetere, 2005). A key function of memos is also to focus on 
the relationships between codes and categories (Boychuk et al., 2004). The process of 
creating memos is thought to facilitate theoretical sampling and hence the development 
of theory (Glaser & Strauss, 1967). Producing memos allows the researcher to keep a 
record of the theory generation process and requires an ability to think reflexively.
A core category has a number of properties. Glaser (1978) states that a core category can 
be any type of theoretical code such as a process, a dimension or a consequence which is 
central to theory, is recurrent in the data, is not easily saturated, has rich 
interconnections with other categories, has clear implications for theory and is 
completely variable. Following analysis, categories are sorted and integrated together to 
provide an explanatory framework for the phenomenon under study (Charmaz, 2006). 
The resulting theory is often presented in the form of a diagram as a way to provide a 
visual representation of the relationships between categories.
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Strauss & Corbin (1990) suggest that the quality of a grounded theory study can be 
ascertained by considering, for example, the coherence of categories/theory and the 
significance of theoretical findings.
2.6 Justification for the choice of Grounded Theory in the current study
While a grounded theory approach was adopted in the current study, the researcher 
acknowledges the availability of other qualitative methods. Two other methods 
considered were content analysis and Interpretative Phenomenological Analysis (IPA). 
Content analysis was not chosen because of its tendency to impose an already existing 
conceptual framework on data. In addition, Manning & Cullum-Swan (1994) argue that 
content analysis is "mircointeractional" in aspect due to its tendency not to take into 
account the meanings of experiences for participants and, furthermore, its tendency to 
neglect the variability and context-dependent nature of meanings. In addition, unlike 
grounded theory, content analysis does not aim for theory generation.
Grounded theory as opposed to IPA was chosen because the former facilitates the 
development of a 'middle-range theory' which is grounded in a foundation of 
systematically analysed data (Charmaz, 2006), whereas IPA facilitates the development 
of a more local theory. In addition, the more explorative nature of analysis in grounded 
theory compared to the need to be interpretative from the beginning of analysis in IPA 
helps the researcher to avoid forcing data into preconceived categories. Connor (2005) 
states that this becomes even more important when the researcher holds pre-existing 
knowledge in the area and also when the researcher and participants share similar 
backgrounds or have shared similar life experiences.
In summary, the main reason that grounded theory was chosen was because of a desire 
to develop theory which is grounded in the data and which explicitly examines the 
meaning of experiences to participants. It was also chosen due to its emphasis on the 
context-dependent nature of these experiences. A grounded theory approach was felt to
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be important particularly when exploring an under-researched area where the majority 
of the studies available, although providing interesting findings, usually lack a 
theoretical basis (Hatton, 2004).
2.7 Constructivist Grounded Theory
Whilst adopting a grounded theory methodology, the current study takes a 
constructivist stance (Charmaz, 2003a). This allows the identification of the researcher's 
stance as a participant in the research process by acknowledging pre-existing knowledge 
of the area being explored, as opposed to the stance of an unbiased and distant observer. 
In addition, it explicitly acknowledges the relationship between the researcher and the 
participants and the collaboration between them in the process of generating data. As 
such, in the present study the researcher kept a research journal throughout the entire 
process of the study in order to document her experiences of carrying out the interviews 
and analysing the data, as well as fostering her reflexivity about her own interpretations 
as well as those of participants. The main themes arising from the journal entries are 
discussed later in this report.
Constructivist grounded theory emphasises that participants' narratives are shaped by 
social, cultural and historical contexts as well as being shaped by how the participant 
believes the researcher and other participants will interpret the narrative. Charmaz 
(2003a; p.275) says that in this way, constructivist grounded theory is 'a form of inquiry 
that closely resembles the real world of participants as it aims to include multiple voices, 
views and visions in the rendering of lived experience'.
For the above reasons the researcher felt that constructivist grounded theory fits 
particularly well with emic research especially since one of its focuses includes an 
acknowledgement of the role of culture and other contexts on an individual. 
Furthermore, its emphasis on multiple realities resonated with the researcher due to the 
fact that South Asian communities are often assumed to be a homogenous group but the
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researcher's understanding is that this is not the case. Therefore, she expected there to be 
a diversity of views associated with South Asian parents' experiences.
2.8 Use of Grounded Theory in the current study
2.8.1 Introduction
The researcher aimed to develop a theory of the experiences of South Asian parents in 
relation to receiving diagnoses of a learning disability and/or an ASD for their child. In 
doing so, she hoped to investigate how cultural factors may impact on the way that 
these diagnoses are given and received as well as how parents subsequently come to 
adjust to the diagnosis. Accordingly, the researcher interviewed seven adults with a 
child or adolescent with a diagnosed learning disability and/or an ASD. This was 
achieved by using a semi-structured interview methodology and carrying out analysis 
of transcribed interviews using grounded theory methods.
2.8.2 Ethical issues
Ethical approval to carry out the interviews with parents was sought and obtained from 
the Lothian NHS ethics panel. They considered this to be an appropriate research project 
(Appendix 1).
The researcher considered a number of ethical considerations before commencing the 
study. Possible ethical issues e.g. child protection concerns were discussed with the 
researcher's clinical supervisor before data collection commenced, and strategies for 
managing these were agreed. It was essential that the researcher obtained the informed 
consent of the participants. Therefore, the researcher conveyed the nature, duration and 
purpose of the study in unambiguous and clear terms by producing an information 
leaflet (Appendix 2). This was read out to participants who were also given a paper copy 
to keep. Participants were also asked to sign a letter of consent, asserting their 
agreement to participate in the study (Appendix 3).
44
For those who consented to take part, procedural considerations were clarified with each 
participant before the interviews commenced. These included how confidentiality 
would be ensured, how interview recordings and transcripts would be managed and the 
opportunity to ask further questions. This study was informed by the guidelines set out 
in the British Psychological Society Code of Conduct, Ethical Principles and Guidelines 
(British Psychological Society, 2000b).
2.8.3 Participant selection
Qualitative methodology advocates the use of small, but purposive samples. As a result, 
populations are rarely random but recruited as they belong to a particular social group, 
or have experienced the phenomenon under investigation. Therefore, the following 
inclusion and exclusion criteria were used to find suitable participants:
2.8.3.1 Inclusion criteria
Participants had to be: adults who were of a South Asian background i.e. first or second 
generation Pakistani, Indian or Bangladeshi; parents of a child or an adolescent with a 
diagnosis of a learning disability and/or an ASD; and willing to be interviewed.
2 .8.3.2 Exclusion criteria
Participants could not be: at an early stage of contact with services in relation to 
receiving a diagnosis (in order to prevent any disruptions to the development of a 
therapeutic relationship with the service involved); experiencing an acute phase of 
mental health/psychiatric difficulty; or unwilling to use an interpreter if they were not 
able to converse in English.
2.8.4 Characteristics o f participants
In total seven parents were interviewed, five of whom were female and two of whom 
were male. All participants were of a Pakistani background (three second generation 
and four first generation) and all participants identified themselves as being Muslims. 
The majority of participants had been educated to high school level and three had
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completed higher education degrees. The age range of parents was 27 to 52 years old 
and the age range of children was 6 years to 12 years old. All children had a learning 
disability and five also had a diagnosis of autism. One child had a diagnosis of Down's 
Syndrome in addition to autism and a learning disability. All participants in the study 
met the inclusion and exclusion criteria.
A table summarising the characteristics of the participants can be found in Appendix 4.
2.8.5 Research context
Drapeau (2002) states that it is important to have information regarding the context in 
which a qualitative study is conducted in order to gain further insight and to limit 
potential biases. The researcher was carrying out her final placement in a Child and 
Adolescent Mental Health Service (CAMHS) for children and young people with 
learning disabilities and/or autism in Lothian. This team is comprised of clinical 
psychology and psychiatry professionals. The team covers a wide geographical area and 
accepts referrals for children and young people aged 0-16 inclusive who have a 
moderate to severe level of learning disability and/or autism and who have additional 
sensory issues, emotional, behavioural and/or psychiatric difficulties. The team has close 
working relationships with Community Learning Disability Nurses (CLDNs).
The researcher anticipated being able to recruit most of the required number of 
participants from CAMHS and the CLDNs. However, she was only able to recruit two 
participants in this way. Once the first interview was completed, the researcher used a 
snowballing recruitment technique and was informed of a voluntary organisation in 
Edinburgh who held monthly support meetings for Black and Ethnic minority parents 
who have children with learning disabilities. The researcher attended one of these 
meetings in order to inform attendees about the nature and purpose of the study. Five 
parents in the group expressed an interest in participating.
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All participants were given a choice about where the interviews were held and all opted 
for them to be carried out at their homes. Charmaz (2003b) argues that interviews 
carried out in home settings allows for a more 'naturalistic' setting in which participants 
can recount their experiences.
The following section provides greater detail about the recruitment process.
2.8.6 Recruitment process
Prior to commencing data collection, the researcher met the Lothian Child and 
Adolescent Mental Health Learning Disability team to discuss the purpose of the study 
as well as to discuss the proposed format for the interviews. The information sheet was 
circulated to all team members who were given the opportunity to raise any queries or 
concerns about the study. The researcher also contacted all CLDNs in Lothian to inform 
them about the nature and purpose of the study.
The researcher subsequently contacted team members individually to enquire whether 
they had any potential participants who met the inclusion criteria. If they had potential 
participants the researcher and clinician discussed the best way of informing them of the 
study and gaining consent for participation. It was decided that the first contact with 
potential participants would come from the clinician they were working with, either by 
telephone or at their next scheduled clinical appointment. It was agreed that clinicians 
would go over the information sheet and give the opportunity for any concerns to be 
discussed about participating. If participants expressed an interest in taking part in the 
study, there were two potential options open to them:
> Attend a parent group. The aim of this group was to allow potential participants 
to meet with the researcher to discuss the study in more detail. The rationale for 
providing this in a group context was to allow a greater number of potential 
participants to be met at one time; or
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> meet with the researcher individually to obtain further information.
All participants felt that attendance at the parent group was unnecessary and all were 
able to provide consent after an initial discussion with the researcher. The researcher 
arranged interviews to take place no less than 72 hours later than the initial discussion to 
allow participants a 'cooling off' period which gave them time to re-consider their 
participation and if necessary, withdraw their consent.
2.8.7 Pilot interview
A pilot interview was not carried out with a research participant given the already small 
pool of potential participants to recruit from for the main data collection. Instead, the 
researcher was able to test out the relevance and appropriateness of the interview 
schedule (Appendix 5) with her clinical supervisor as well as with another trainee 
clinical psychologist who had experience in data collection for qualitative studies. Both 
were able to suggest minor modifications to the wording of questions as well as 
suggesting other questions to explore in order to gather more detailed information. 
Practising in this way enabled the researcher to practice and refine the style needed for 
qualitative interviews.
2.8.8 Interview format
All interviews began with questions relating to parental characteristics (e.g. age and 
education level), family characteristics (e.g. languages spoken and religion) and child 
circumstances (e.g. age, gender and diagnoses). This information has already been 
discussed and can be found in Appendix 4.
Each participant was then asked the standard question of: "Can you tell me when you 
first noticed your child had difficulties?". This opened up the interview to the area of 
research and allowed further questioning related to experiences of the process of 
receiving a diagnosis for their child, how they came to understand their child's
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difficulties and factors which may have impacted upon this. The style of interview 
followed the format of qualitative interviewing, which encourages the description of the 
details of events and the exploration of their meaning to the individual (Charmaz, 2006; 
Rubin & Rubin, 1995). The researcher felt that the style of interviewing helped 
interviewees to describe their experiences in detail, to gain an understanding of the 
meaning of those experiences for the individual, and to gain an impression of whether, 
and how their thoughts and feelings about their experiences had changed over time. The 
researcher frequently summarised information obtained to check its accuracy as well as 
to convey the message that participants were being heard. The researcher attempted to 
use the terminology of the participants and ensured to check out the meaning of idioms 
and certain cultural and religious phrases that were unknown to her.
Interviews were spaced out as far as possible within the limited time frame in order to 
allow the researcher to familiarise herself with the data obtained before the next 
interview occurred. In line with a grounded theory approach, the content of the 
interviews evolved as the research progressed in line with the method of theoretical 
sampling. In addition, the researcher considered possible areas that could arise in the 
interviews but only explored these if the participant initiated or responded to them. The 
initial four interviews were kept as open as possible and the participants were 
encouraged to direct them. Later interviews became more focussed on particular themes 
that had emerged. This was shared with the participants who were informed that the 
researcher may ask them to comment on their experience in comparison to what other 
participants had already expressed.
While collecting data, the researcher had a number of practical issues to keep in mind. 
For example, certain parents expressed preferences for particular times of the day to 
undertake the interview so as to not clash with prayer times. In addition, one parent 
explained that while her proficiency with the English language did not merit the use of 
an interpreter, she explained that she would require longer to respond in English. The
49
researcher was required to word her questions even more carefully with this participant, 
not assuming, for example, an understanding of constructs such as "adjustment" which 
might not have been familiar to her.
2.8.9 Data management
All interviews were recorded with a digital recorder. Before commencing the interviews, 
participants were given an explanation about the purpose of recording the content of the 
interview. After the interviews, recordings were stored on a computer and erased from 
the digital recorder. Each interview was then transcribed verbatim. Any identifiable 
information was either deleted or changed to ensure anonymity.
The researcher was aware that there are various software packages which can be used to 
store and organise qualitative data e.g. NVivo 8 (QSR, 2008) and Atlas Ti (Muhr, 1997). 
However, the researcher decided not to use any software due to the limited time-frame 
available in which to feel confident in using such packages. In addition, the researcher 
was aware of concerns summarised by Bazeley (2007) that the use of computers can 
distance researchers from their data, potentially resulting in a 'mechanistic' approach to 
analysis and, thus, 'making it more akin to quantitative or positivist approaches' 
(Bazeley, 2007, p.8).
2.8.10 Data Analysis
As each transcript was completed, the researcher read the material several times, 
resisting the urge to begin the process of coding. The researcher felt that this allowed her 
to become immersed in participants' accounts of their experiences. The researcher then 
began the first stage of analysis of line-by-line coding. It was not uncommon for each 
line to have several codes attached to it (Appendix 6 contains an extract of a coded 
transcript). In-vivo codes were used wherever appropriate. The researcher begun to 
record memos at the beginning of the coding process and continued to do so throughout 
the remaining data analysis.
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Following initial coding which resulted in distinct codes, the researcher undertook 
further coding to specify the properties and dimensions of the main categories. This 
involved sorting and synthesising the initial codes obtained. At this point, coding 
became more interpretative and analysis involved thinking theoretically about the 
relationships between categories. The process of constant comparison of codes resulted 
in previously identified categories being grouped together if they were conceptually 
similar (and renamed if appropriate). Thematic categories were introduced into the later 
interviews to enable theoretical sampling. This allowed core categories to be identified. 
The constant comparison of data continued so that links between categories could 
become clearer. Following the completion and analysis of seven interviews, theoretical 
saturation was deemed to be sufficient for the purposes of the study within the time­
frame available. It should be noted that the researcher was aiming for 'theoretical 
sufficiency' (Dey, 1999) rather than total saturation, as this is deemed to be impractical in 
small studies conducted within a limited time-frame (McCallin, 2003). This issue is 
discussed in further detail in Chapter 4.
Following the completion and analysis of all interviews, the categories and memos were 
sorted into a structure which seemed to represent and clarify the theoretical 
relationships identified. At this time, there was a return to relevant literature in order to 
explore material which could help to further develop and validate the emerging theory.
2.9 Ensuring quality in qualitative research
2.9.1 Introduction
Reliability, validity and generalisability are widely recognised as being some of the main 
criteria for establishing rigour in positivist research. FFowever, in their true positivist 
sense they aren't applicable when conducting research which is contextual, 
interpretative and naturalistic (Janesick, 2003). FFowever, reliability and validity remain 
intrinsic to the grounded theory approach and a number of researchers have outlined
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various ways in which quality can be ensured in a grounded theory study (e.g. Lincoln 
& Guba, 1985; Willig, 2001). The next section outlines the various ways in which the 
current study took steps to ensure quality.
2.9.2 Triangulation
Triangulation of methods refers to the seeking of information from multiple sources, 
methods and interpretations. Lincoln & Guba (1985) state that triangulation is one way 
of ensuring that research findings are credible. Dallos and Vetere (2005, p. 205) further 
state that "triangulation as a strategy is based on the idea that different perspectives on 
the same phenomenon can enhance our understanding".
In order to allow triangulation to occur, discussions were held with both clinical and 
academic supervisors throughout the research process. The clinical supervisor was a 
Clinical Psychologist who has expertise in working with children with learning 
disabilities and their families and the academic supervisor has expertise in using 
qualitative methods. Both supervisors reviewed samples of coded transcripts and there 
appeared to be good agreement in relation to the coding and the categories being 
proposed by the researcher. Any differences in opinion were acknowledged and 
incorporated into the analysis process where appropriate. Both supervisors also 
provided input at stages where the model was being developed.
In addition, the researcher was part of a small qualitative supervision group made up of 
trainee clinical psychologists who were undertaking qualitative research. In this group, 
several random samples of transcripts were exchanged and comments made on the 
coding used. This served as a further way to gain other perspectives on the data and to 
limit potential biases in interpretation. Triangulation was also carried out by referring to 
existing literature as categories were developed. This is demonstrated in later chapters, 
where literature is reviewed in relation to the core categories. Lincoln and Guba (1985)
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state that in addition to triangulation methods, the credibility of qualitative research 
findings can be assessed by undertaking member checks.
2.9.3 Member checks
It was important to assess whether research findings accurately represented the views of 
participants. Lincoln & Guba (1985) say that since the researcher is attempting to 
describe phenomena from the viewpoint of participants, it is important that participants 
judge the credibility of findings. In the current study, member checks were carried out at 
various stages. Important themes arising from initial interviews were fed back to 
participants in subsequent interviews. Member checks were also conducted after 
completion of data analysis with two participants who agreed to take part in the final 
member check. This allowed the researcher to discuss her interpretation of participants' 
accounts and to allow an opportunity for them to make comments. Strauss and Corbin 
(1998) highlight that although a grounded theory may not fit every aspect of 
participants' experiences, the higher-level concepts should be applicable and recognised 
by them. Both participants felt that the proposed model represented their experiences 
well. This is discussed in further detail in chapter 4.
Finally, the researcher used member checks to assess the possibility of cultural bias 
operating in the data collection and analysis. This involved, for example, ensuring that 
her preconceptions and knowledge of constructs and theories drawn from other cultures 
had not unduly influenced the process of the research (Hatton, 2004).
2.9.4 Transferability o f research findings
Lincoln & Guba (1985) state that the extent to which findings can be applied to other 
contexts is an important issue to consider in assessing the quality of a qualitative study. 
They go on to state that the 'transferability' of research findings can be enhanced in a 
number of ways. For example, the research context was explicitly detailed allowing 
readers to be aware of the context in which the research was conducted, thereby
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increasing transparency and the ability for research findings to be 'transferred' to similar 
studies. Lincoln & Guba (1985) also argue that the use of richly described data provides 
the reader with sufficient information necessary to judge the extent to which findings 
can apply to other people in other settings.
2.9.5 Dependability o f research findings
Dependability of research findings relates to their reliability i.e. the extent to which if the 
inquiry 'were replicated with the same or similar respondents in the same context, its 
findings would be repeated' (Erlandson et al., 1993, p. 33). The researcher made use of an 
audit trail to improve the dependability of findings. This involved systematically 
recording the development of the analysis by documenting transcripts, chronological 
versions of coding and memo notes.
2.9.6 Reflexivity
The final area in which the researcher attempted to ensure quality in the current study 
was in relation to adopting a reflexive stance throughout the entire process of the 
research. Hall & Callery (2001) have highlighted that reflexivity should be used by 
grounded theorists in order to improve rigour and in order to enhance the transparency, 
accountability and general trustworthiness of qualitative research.
For the researcher, this included critically evaluating the nature of her prior assumptions 
and knowledge, her reactions and interpretations of data collected, how she judged the 
relevance of data to the research focus and how she presented herself to participants. 
Mishler (1986) states that these are all elements that contribute to the shaping of research 
findings. Given that the researcher adopted a constructivist grounded theory approach 
in the current study, it was of paramount importance to acknowledge the mutual role of 
both the participants and researcher in creating a core concept.
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To aid the process of reflexivity, the researcher maintained a research journal. Amongst 
other things this acknowledged the researcher's pre-existing knowledge, opinions and 
beliefs in the area as well as ideas as to the data that the participants might generate. An 
extract from the research journal can be found in Appendix 7 (this has been written in 
the first person to reflect the language used in the journal).
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CHAPTER 3 RESULTS
3.1 Development of the model
The analysis revealed that although participants spoke about their experiences in 
relation to the diagnostic process, much more information was given about their 
experiences post-diagnosis, in terms of not only their experience of formal and informal 
post-diagnostic supports but also how they came to accept and adjust to the diagnosis. 
Therefore, later interviews became more focused on the process of adjustment. The 
researcher felt that the complexity of the process of adjustment is hard to capture by 
quantitative research and, therefore, felt that exploring this in more detail in the current 
study would be interesting, especially when embedded within the various contextual 
factors that participants highlighted as having important impacts on their ability to 
adjust.
3.2 Descriptive results
3.2.1 Overview of categories
Based on interview material, four core categories emerged. The following figure 
provides an overview of these categories:
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Figure 3.1 Core categories generated
A description of the core categories will be provided with reference to direct quotes 
from individual transcripts as well discussing them in relation to relevant literature. 
Following the descriptive results, the researcher will outline a hypothesised model to 
account for the relationships between the core categories.
3.2.1.1 Obtaining a diagnosis
The core category of 'obtaining a diagnosis' was subsumed into three sub-categories. 
These are outlined in Appendix 8.
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3.2.1.1.1 Sub-category ‘Battling for a diagnosis’
Most participants described the process of seeking a diagnosis for their child as a 
"battle". This sub-category is comprised of three themes: struggling to be heard; 
tolerating delays; and the emotional strain of the battle.
3.2.1.1.1.1 Struggling to be heard
Most of the participants explained that the battle for a diagnosis for their child often left 
them struggling to be heard. Some parents had repeatedly visited their G.P or discussed 
their concerns with nursery or school staff in the hopes of receiving a specialist 
assessment. However, they were often encouraged to wait until their child was older. 
This left some parents feeling that their concerns were not being taken seriously. In 
addition, certain parents attributed the struggle to be heard to racism and discrimination 
in service provision.
"I kept on and. on at my G.P. 1 told him 1 knew something was wrong and wanted 
someone to assess my child. He just kept telling me there was nothing wrong and it 
was just that my child was slower than other children. 1 felt like they were labeling 
me as an attention-seeking mum and that 1 was the one with problems" 
(Participant 4).
“Not one person I spoke to wanted to admit my son had problems with his 
development. My wife and 1 felt ignored...They look at my background and think 
we don't know any thing... they think we are stupid, uneducated people" 
(Participant 3).
"I told the health visitor again and again 1 had concerns. She wasn't helpful at all, 
she didn't tell us about specialist assessments or services...sometimes I thought she 
might be a bit racist" (Participant 1).
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Struggling to be heard was also exacerbated by language and communication difficulties 
in one parent:
"My English isn't very good.. .and it gets worst when I'm nervous.. .so it was hard 
to get across what my concents were.. .hard to be understood. An interpreter would 
be good but no-one gave me this" (Participant 6).
While the above quotes illustrate parents' difficulties in having their concerns listened to 
and understood, one parent spoke about her experiences of being positively supported 
by her child's school to receive a specialist assessment for autism.
"I didn't know what autism was before my son started school. They spoke to me 
early on and told me they had some concerns about him and that they would make 
a referral to get an assessment...I'm glad they did cos 1 probably wouldn't have 
started to notice there were problems till he was older" (Participant 5).
3.2.1.1.1.2 Tolerating delays
Most parents explained that they felt there was a significant gap between noting their 
first concerns about their child's development and finally receiving a diagnosis. Their 
struggle to be heard invariably continued throughout this time. There was a general 
consensus that receiving an earlier diagnosis would have been beneficial in terms of 
receiving appropriate supports for their child.
"My son's diagnosis was very late. 1 feel if they had listened to me earlier we could 
have gotten the right supports in place earlier. The delay could have held him back 
even more, 1 don't know" (Participant 1).
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"My son had a diagnosis o f global developmental delay till he was 10...I didn't feel 
that was right, it didn't really tell us anything about him ...I knew there was more 
to it but we had to wait till he was 10 to get a diagnosis o f autism" (Participant 6).
"I had to wait a long time to get a diagnosis. It was very frustrating because 
without a diagnosis, a label, you can't get the supports your child needs. So you are 
just left waiting, knowing you could be helping your child more but feeling 
constrained by not having a diagnosis" (Participant 4).
3.2.1.1.1.3 Feeling the strain o f the battle
Parents spoke about the emotional impact of battling for a diagnosis. The struggle to be 
heard and the effects of lengthy delays left parents feeling a range of emotions, 
including frustration, helplessness, confusion, low mood and worry. Some parents felt 
they were letting their children down by not having a clear understanding of their needs 
and, therefore, how to help them. This was related to feelings of self-blame and guilt.
"It was a horrible time because I would look at my child and not really know what was 
going on for him. I knew he had difficulties but not having a clear understanding o f  
them made things really hard for m e...I felt guilty, I should have known how to help 
him but without professional help I was a bit lost" (Participant 1).
"I didn't know what was wrong. I mean I knew there was a problem but I didn't know 
what it was called. I f  you don't know about something, you can't really know you are 
domg your best to help it. It made me worry a lot about his future...and it was so 
tiring and frustrating having to constantly battle to get my voice heard" (Participaiit 
2 ).
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"1 felt responsible. 1 blamed myself. I thought I had done something to cause this...lots 
o f guilt and feeling really down. If they had helped me sooner, maybe I wouldn't have 
been so hard on myself all that time" (Participant 6).
In situations where parents did not know what was wrong and were struggling to 
obtain a diagnosis, difficulties in the marital relationship could result.
"The strain o f not knowing what is going on...it had a strain on us. I didn't feel 
supported by my husband in trying to get a diagnosis. It affected the communication 
between us. That made me feel even worse" (Participant 1).
Parents described being able to withstand the emotional strain of the battle by retaining 
feelings of hope that if they received a diagnosis, they might be able to do something for 
their child.
"It was a tiring, frustrating time but 1 think we hoped that if  they managed to find out 
what it is, then we would be able to do something for our child. That was the only 
reason we kept on fighting for a diagnosis because we hoped it would help in the end" 
(Participant 4).
3.2.1.1.2 Sub-category ‘Receiving the LD/ASD diagnosis’
Parents described a range of emotions and thoughts when they eventually received a
diagnosis. These have been organised into two themes: initial feelings and initial
thoughts.
3.2.1.1.2.1 Experiencing the rollercoaster o f emotions
All parents described a range of emotions such as frustration, guilt, hopelessness and 
low mood. One parent received a diagnosis of Down's syndrome for her son at his birth.
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She explained that receiving this diagnosis unexpectedly so soon after the birth was very 
painful.
"It hit me like a bolt. It wasn't like the doctor was telling me he had a cold or a rash or 
something like that and if I took this medicine it would all go away.. 1 never had any 
pre-natal testing so I didn't know my son was going to have Down's syndrome until 
he was born. It hit me so hard. I felt hopeless and was depressed for what seemed like 
ages. I thought this was something I had done to my son. 1 can't explain how bad the 
guilt felt in those first few days and months" (Participant 5).
Two parents spoke about their dissatisfaction and frustration with the outcome of the 
initial assessment in terms of feeling like the diagnosis given was vague and unhelpful. 
This lead to continued feelings of blame and helplessness. Uncertainty in diagnosis 
spurred these parents on to continue the battle to receiving a more appropriate 
diagnosis by searching for information and requesting further assessment.
"Once they finally got round to giving the diagnosis it was a big disappointment. They 
just kept telling me he had global developmental delay. They just said he was slow. It 
was so frustrating because 1 knew there was more than that. That label didn't tell me 
how to help him and it wasn't going to get me help. I didn't settle for that...after a 
while 1 asked again for another assessment" (Participant 2).
"They just kept saying at the start that he has additional needs. 1 thought that doesn't 
mean anything. I just felt like 1 didn't know what to do at first, I felt like I was letting 
down my son...it was really frustrating. I couldn't accept it really. I looked up the 
internet for stuff on autism and it was so obvious to me my son had it. I went back and 
tried to discuss my concerns again" (Participant 6).
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Other parents described feeling relieved once they had finally received a diagnosis. It 
confirmed their suspicions and provided them with a much needed explanation for their 
child's slow development and behaviour difficulties. Parents who described feeling 
relived said that having a label allowed them to resolve feelings of guilt and blame as 
well as feel hopeful for the future.
“1 felt a big mission was complete once we had the diagnosis.. .1 was upset for  a lot o f 
reasons but 1 was also really relieved I had a name for his difficulties...it wasn't that it 
was just behaviour problems that I couldn't manage, he had something genuine to 
account for the difficulties he was having. It meant 1 could be a bit more sure about 
what to expect and that I could do something about it" (Participant 1).
"It was a relief to know he had autism. It wasn't something we knew about before... so 
getting that diagnosis...yeah it did help o f course. I f  there is a label, you can have a 
new start. It also feels like a relief because you knew that the battle to get the diagnosis 
was worth it" (Participant 4).
One parent spoke about her varied emotions in response to the diagnosis of autism 
which she received after requesting further assessment after an initial diagnosis of 
global developmental delay. Her account portrayed feelings of both relief and distress.
"We fought for  so long to get a diagnosis. When we finally got it. ..I mean I won't lie, 1 
was devastated. I cried all the way home. Although 1 was really upset, at the same time 
1 knew we needed that diagnosis and it was a relief to get it. I knew he had this thing 
now and it wasn't something I did to him. 1 had those doubts for a long time and when 
we got the diagnosis, although I felt really bad it also made me feel better. You can start 
putting things together. It was a rollercoaster o f emotions!" (Participant 6).
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3.2.1.1.2.2 Loss o f an anticipated future
Parents gave insight into the various thoughts that they felt underpinned some of the 
initial feelings they experienced post-diagnosis. Many spoke about themes of loss and a 
lack of control. In addition, parents began to realise that their future dreams and 
expectations of their child's life and their own life as parents would have to change. This 
was found to be the case even in parents who had lived with the difficulties and 
suspected the diagnosis for some time before it was confirmed.
"One o f the first things I thought was that this is like a death. You haven't got what 
you thought you were going to get. You don't know what to do or how to fix  things" 
(Participant 5 talking about her thoughts at the time o f the diagnosis o f Down's 
syndrome).
"I had looked forward to my life with my child and my husband so much. While 1 was 
pregnant 1 was so happy.. .1 had loads o f images in my mind o f what it would be like to 
be a mother, to have a fam ily ...1 was lucky to have a really great childhood and J 
wanted the same and more for my own child...I found it hard to accept that he 
wouldn't be able to experience the same things in the same way" (Participant 1).
"1 had to give up all those images 1 had in my mind, images that I had built up over 
lots o f years...of my child being academically clever, getting married, having children.
We needed to give up the images o f us being the parents we thought we would be and 
we realised we woidd have to be different parents now" (Participant 7).
For some parents, initial thoughts concerned the life-long aspect of the diagnoses being 
difficult to accept as well as the uncertainty of developmental trajectories. This caused 
worry about the future for some parents who believed that change was possible, but 
who were also aware of the limitations imposed by the disability.
64
"Even though my son wasn't a baby when he was diagnosed and we were already 
living with his difficulties, just knowing for certain the diagnosis is there now... 
knowing that it can’t be cured, knowing that it is life-long...that was hard" 
(Participant 6).
"It was like, yeah we have this diagnosis but we didn't know what the future woidd be 
like. We accepted that he woidd probably make some progress but who knows i f  at some 
point he will stop making progress, he might reach his full capacity arid then stop 
progressing. Not knowing these things is difficult" (Participant 4).
Another parent remarked that while she felt upset at the diagnosis of autism in her 
child, the fact that she had already received a diagnosis of Down's syndrome nine years 
previously made the experience of the autism diagnosis slightly easier to cope with, 
whereby she didn't experience the same intensity of distressful thoughts and feelings 
the second time around. Furthermore, the very fact that she had already lived with the 
difficulties associated with his autism for a number of years helped her to cope.
"It was different from the Down's diagnosis. That was an intense time for me. With 
the second diagnosis... I think if  I hadn't already had a son with disabilities it would 
have hit me harder...I mean it was hard to know that this was it, everything was 
confirmed.. .but my son didn't change as soon as 1 got the diagnosis o f autism. He was 
a bit older when he got the diagnosis so 1 had already been living with it...it was just 
now that it had a label" (Participant 5).
In summing up experiences of receiving diagnoses in terms of initial feelings and initial 
thoughts, some parents explained that while their initial thoughts and feelings felt most 
intense at the time of the diagnosis and in the weeks (and in some cases months) after, 
they continued to intermittently experience the same feelings and thoughts at different 
points as their child was growing up.
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"The feelings don't suddenly go away after a few  weeks. 1 wish they did because when I 
re-experience them, it's an upsetting time. There have been times when those feelings 
have come flooding back...like when my child started to go to special school or when 
I've seen him not manage with things that he should have been able to manage at 
certain ages...they feel less extreme as time goes on but 1 can't say they have 
disappeared" (Participant 1).
3.2.1.1.3 Sub-category ‘Evaluating the diagnostic process’
In thinking about the diagnostic process as a whole, two main themes arose in parents' 
evaluation of it: communication with clinicians and parents as partners.
3.2.1.1.3.1 Difficulties in communication with clinicians
Parents noted a difference between themselves and clinicians in the way they 
communicated about and perceived their child. One parent explained that she felt her 
son had been 'depersonalised' by the use of medical jargon.
"I know there were lots o f problems they had to sort out...there was the physical 
stuff...the mental learning stuff...we saw so many different people. It was hard to 
make sense o f things cos like... they all explained him in their own way. Some o f them 
talked about him in terms o f what symptoms he had...like a puzzle they needed to 
solve...me and my husband didn't see things like that...he wasn't a checklist o f 
symptoms we were trying to tick off. He was just our little boy and 1 wanted them to 
see him as a little boy too.. .not just an interesting medical problem" (Participant 4).
Other parents noted their difficulty in comprehending clinical terminology and related 
these problems in comprehension to feelings of worry about being able to manage their 
child.
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"I was really coirfused by all the different terms and explanations. 1 wanted them to 
speak simply in a way 1 could make sense o f things. Some o f them are good like that but 
the one who spoke to me was really confusing. It made me feel worried that I wouldn't 
know how to deal with things, that I wouldn't understand my son well enough" 
(Participant 3).
"1 just sat there quietly tn/ing to understand everything they were telling me. There 
were lots o f words 1 didn't understand, words that doctors use...I wished they just 
spoke normally so that 1 could get what they were telling me" (Participant 7).
Two of the first generation parents spoke about difficulties in communication with 
clinicians as being specifically related to their lack of confidence in using the English 
language. These parents felt that their understanding of the diagnosis, its implications 
and advised next steps were hampered by language issues.
"It would have helped to have information in Urdu to take away with us. They had an 
interpreter but he wasn't medically trained and so we didn't fully understand what 
even he was telling us" (Participant 3).
"Because 1 don't feel confident speaking English, 1 was nervous in those meetings with 
the doctors. They should explain everything in right language...what difficulties my 
son has...what is learning disability. 1 didn't understand everything. I went away not 
knowing what 1 should do next. They shouldn't automatically think we have taken all 
the information in. I was scared to speak out, I didn't want to seem like I didn't 
understand" (Participant 6).
The importance of information was clearly apparent in parents' responses to questions 
during the interviews, as was the varying perceptions of satisfaction with the 
information received.
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"The doctor who told us the diagnosis was really helpful. She asked us what we knew 
about autism. We told her we didn't know anything really. She spent quite a lot o f time 
talking to us about it. The most helpful thing was being given information about how it 
would affect my child's life, she gave good specific information. She told us how to get 
support, DLA and things like that. It made us feel a bit more confident about what to 
do next" (Participant 1).
Other parents felt that they were given sporadic and inadequate information about their 
child's diagnosis. This was related to feelings of frustration and helplessness about the 
future.
“They just told me bits and pieces o f information about the diagnosis. I think they 
thought 1 wasn't capable o f hearing the difficult news but I wanted to know clearly 
what his difficulties were and how 1 could help...it was really frustrating" (Participant 
2).
"If they don't give you good enough explanations and tell you in a straightforward 
way, it doesn't help you to feel better. It just leaves you feeling like you can't do good 
by your child if  you don't know fully what the diagnosis means for the future" 
(Participant 5).
Some parents discussed their dissatisfaction in relation to the way in which they were 
told about the diagnosis in terms of the setting and the time allocated to discussing the 
details.
"1 got a letter through the door telling me my son had global developmental delay. That 
was it. No meeting or anything. It wasn't till a lot later that I got to talk to the doctor 
about it in more detail" (Participant 2).
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"It was really bad. The doctor came to my bedside and told me my son had Down's 
syndrome. He spent about two minutes with me and then he carried on with his ward 
round. 1 was just left alone" (Participant 5).
As well as the information received, some parents also spoke about valuing clinicians 
whose interactions with them felt supportive and who were able to understand the 
emotional impact of the information being given.
"They should recognise that it is a difficult thing they are telling us. They should ask 
how we feel about it all. ..not just give us the facts and tell us to go ahead deal with it" 
(Participant 4).
"The doctor was really helpful. She told me the diagnosis, a little bit about what it was 
but then spent time talking to me about my feelings about it all. 1 was shocked she did 
that. 1 was really touched" (Participant 1).
3.2.1.1.3.2 Parents as partners
Parents discussed that they expected and valued being partners with clinicians 
throughout the process of assessment and diagnosis. They wanted to be acknowledged 
as the experts on their own child.
"I think it was good that they always asked me what I thought, my opinions. They 
asked me lots o f  questions. I felt like 1 had something to contribute to the whole process. 
Some other parents I know feel like with some doctors you feel a bit taken over...but I 
think its really important for  them to remember that they might have the knowledge 
about the condition but we are the ones who know this child more than anyone else" 
(Participant 7).
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When parents didn't perceive clinicians to be treating them as partners in the diagnostic 
process, feelings of disempowerment and frustration often resulted. One parent related 
this to feeling discriminated against because of her background.
"I think sometimes they just look at you and thiirk you aren't as involved in your 
child's live as some White parents.. .so they don’t involve you as much. 1 think they see 
people o f my culture as being dismissive o f  things like disability and that we don't 
accept our children...1 don't agree with that, it makes you feel so small and that your 
knowledge about your child counts for nothing" (Participant 3).
3.2.1.1.4 Summary and discussion of core category ‘Obtaining a diagnosis’
Consistent with a number of studies (e.g. Midence & O'Neill, 1999), parents in the 
present study were aware of problems with their child's development at an early stage. 
The feeling that something wasn't right led them to search for explanations. While some 
parents felt supported by health and education professionals in their search for a 
diagnosis, the majority of parents described it in terms of a "battle" to get their voices 
heard. Certain parents also felt discriminated against, with some believing that their 
battle for a diagnosis was made more difficult due to their ethnic background. Other 
parents felt that a lack of proficiency with the English further complicated matters. The 
emotional impact of this battle as well as the need to tolerate lengthy delays before 
finally receiving a diagnosis was clear from parents' narratives. Various other studies 
have also attested to the often slow diagnostic process and its relation to parental 
distress and dissatisfaction with services (e.g. Graungaard & Skov, 2006).
Once a diagnosis was eventually received, parents described a range of initial feelings 
from relief and hope to guilt, hopelessness, low mood and frustration. Themes of loss
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were also discussed. Similar initial feelings have been widely reported in the child 
disability literature (e.g. Granguaard & Skov, 2006; Green, 2002).
There appeared to be differences between parents in their reactions to diagnoses in cases 
where they were clear-cut (e.g. autism) and cases in which there was diagnostic 
uncertainty (e.g. global developmental delay). While definite diagnoses appeared to be 
associated with feelings of relief and resolution of self-blame in some parents, diagnostic 
uncertainty led to continuing feelings of blame and guilt for other parents. These parents 
often felt the need to re-commence the "battle" for a more appropriate diagnosis. Hall 
and Hill (1996) have discussed that diagnoses such as 'global developmental delay' are 
often the result of a child's difficulties not fitting into more precise categories but argue 
that it is no more than a circular definition and does not help parents' understanding of 
their child. As found in other studies (e.g. Siegel, 1997), difficulties in the marital 
relationship during the diagnostic process were not uncommon.
In evaluating the diagnostic process, parents valued being treated as partners in the 
diagnostic process and appreciated clinicians' respect of their position as experts on 
their own child. They also valued clear and adequate communication with clinicians 
who were sympathetic to their situation and who were able to recognise the emotional 
impact of the diagnostic process. Similar to previous studies (e.g. Graungaard & Skov, 
2006), the present study found that some parents noted a difference in the way they 
perceived and communicated about their child compared to clinicians. Certain parents 
also spoke about their difficulty comprehending medical terminology which seemed to 
cause unnecessary anxiety. The need for adequate information about their child's 
diagnosis was also emphasised by parents. A lack of information often left parents 
feeling confused, frustrated and worried about their ability to manage child. Additional 
problems in terms of language barriers to receiving appropriate information were also 
highlighted. In some cases, this appeared to be compounded by the assumptions made 
by health professionals about parents' ability to assimilate and retain information given
71
at the time of disclosure. Indeed, the need for appropriate information has not been 
underestimated in the literature, with some researchers highlighting that parents 
commonly receive a lack of information and sufficient explanation about their child's 
diagnosis (e.g. Katbamna et al. 1998).
The findings in this section are broadly comparable to those found in research with 
White parents who have sought out and obtained a diagnosis for their child. It seems 
that regardless of ethnicity, parents appear to experience long delays between their first 
concerns and receiving a diagnosis, as well as having variable experiences in relation to 
receiving information and advice post-disclosure. The range of initial feelings and 
thoughts have also been found in studies carried out with White parents (e.g. Green, 
2002). Important additional factors in the present sample and which have been found in 
other research with UK South Asian families (e.g. Hatton et al. 2003) are that some 
parents felt experiences of racism and discrimination by services impacted on the 
process of obtaining a diagnosis. For some parents, language and communication 
difficulties also impacted on their ability to battle for a diagnosis and understand the 
information given. This was found to be related to a sense of helplessness in exerting 
control over their situation.
3.2.1.2 Constructing meanings
Subsequent to receiving a diagnosis, most parents spoke about the process they went 
through in coming to a stage where they could begin to make sense of the diagnosis. 
This core category of 'Constructing meanings' was subsumed into two sub-categories. 
These are outlined in Appendix 9.
3.2.1.2.1 Sub-category ‘Understanding my child’
Following the disclosure of diagnosis, most parents discussed their experiences of 
coming to an understanding of their child and of the diagnosis. This sub-category is
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comprised of five themes: the importance of acceptance; letting go of 'dreamed of child'; 
focusing on child's limitations; religious beliefs; and searching for positives.
3.2.1.2.1.1 The importance o f acceptance
For most parents, the period immediately after the disclosure of diagnosis appeared to 
be characterised by a number of searching questions about the meaning of the diagnosis, 
in terms of why it occurred, what it meant for their child, themselves and their future. 
Parents strongly asserted that while answering such questions was not a quick or easy 
process to undergo, beginning to answer them allowed them to move beyond the 
disclosure and to begin to arrive at feelings of acceptance of the diagnosis. Some parents 
expressed that while they experienced initial feelings of relief, this did not necessarily 
equate to immediate feelings of acceptance. There was a strong suggestion that 
acceptance required being able to arrive at an understanding of their situation.
"Acceptance is really hard. It isn't an overnight process. It starts from when yon are 
given the diagnosis.. .even though I thought it was a relief to get the diagnosis, it didn't 
mean it was something 1 automatically accepted" (Participant 1).
"I suppose 1 needed to start making sense o f the things as soon as we got told about the 
autism. Till then, there was always the possibility that they coidd turn round and say 
it was just behavioural problems that they could help me to get rid of. When that didn't 
happen, I knew I needed to accept that arid get my head around this situation" 
(Participant 6).
“We spent a lot o f time trying to understand what we had to do as parents, why this 
happened to us, our child...we had a lot o f questions in our head for quite a while after 
we heard the diagnosis. ..no easy answers to those questions. ..but we knew that we had 
to find a way to move past the diagnosis and the sad and worry...but we knew before
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that could happen we needed to understand the diagnosis and what it meant for  us" 
(Participant 4).
3.2.1.2.1.2 Letting go o f ‘dreamed o f child’
Some parents explained that a part of accepting the diagnosis included the necessity of 
dealing with the loss of their imagined child. Although some parents reported this as 
being amongst their initial thoughts at the time of the disclosure, they spoke more about 
the process of eventually learning to let go of these images in the weeks (and sometimes 
months after) after the initial diagnosis. Most of the parents experienced this differently, 
with some expressing that they let go of these images relatively quickly and easily by 
realising the futility of holding onto them. Other parents still held on to these images. 
Having uncertainty in diagnoses appeared to make it harder for parents to let go of 
these images, since they tended to oscillate between periods of hope and uncertainty as 
their child underwent further assessment. Parents who were able to let go of their 
'dreamed of child' wanted to know what the future might bring. For some parents, 
creating images to replace the old images involved seeking out information which 
allowed some to create realistic and positive views of the future. Other parents 
preferred to limit their views about the future since it resulted in feelings of anxiety 
about an uncertain future. Coping with uncertainty about the future led some parents to 
'live one day at a time'.
"I let go o f those dreams for my child but it left me feeling a bit empty cos I didn't 
really know what life would be like now. I needed to know though...I needed a vision o f 
what our lives would be like. I looked out information on the net about learning 
disabilities, watched documentaries and stuff...1 think that helped a bit" (Participant 
1).
"I found it hard to deal with not knowing what the future would bring. Sometimes 
when I think about it, I just get so worried about my son. 1 worry...like what will
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happen when I'm not here anymore, how we will cope...I block those feelings out 
usually. ..its better for  me to just take it one day at a tune" (Participant 4).
"Things weren't clear when I first raised my concerns so they carried out more 
assessment... 1 clung onto the hope that they would tell me things were better and we 
could be a normal family, like 1 always took for granted we would be" (Participant 3).
"We got to the point where we still weren't 100% happy with our situation but we 
realised that there was no point sitting around being depressed about what could have 
been...that just holds you back. Yes, we still have worries but we try and do best by 
our children and to do that you need to look at them differently, not like the child you 
thought you would have" (Participant 7).
3.2.1.2.1.3 Finding meaning in religion
All of the parents made reference to various religious or spiritual beliefs that they held 
which they drew on at various points in the aim of reaching an understanding of their 
child. Reference was made to God in the understanding and explanation of disability 
with variation in the reasons given for God having caused the child to have a learning 
disability and/or an ASD. Some parents believed their child was a gift or a blessing from 
Allah (God), while others saw it as a test of their abilities as a parent, with the promise of 
future reward.
"Allah can see how we cope with him...He will be looking to see if we are caring 
enough for  him. There is success in this if  we do best by him" (Participant 2).
"Thinking that Allah gave me this boy because we are able to look after him changed 
our lives. 1 needed to think in this positive way. Allah looked to me, he saw something 
in me to make Him think I can cope. It means I am a special person, I'm not to blame.
It gives me strength believing this" (Participant 5).
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One parent explained that for some time after the diagnosis, she believed that the 
diagnosis was a punishment from God for things she felt she had done wrong in life. 
However, she explained that with increasing knowledge about the diagnosis and 
explanations from health professionals, she came to an understanding that she wasn't to 
blame.
"At the beginning and for a while after, 1 used to blame myself 1 thought this is 
something Allah is punishing me for. That made me feel bad within myself. With time,
1 started to think less like that and 1 think the way doctors explained things was helpful 
to let me see 1 wasn't to blame" (Participant 6).
3.2.1.2.1.4 Focussing on child’s limitations
In coming to an understanding of their child, all parents explained that there were 
periods where they found it difficult to look beyond their child's limitations. For most 
parents, this occurred when their child did not fulfil normative expectations and/or 
when they realised they would be unable to fulfil traditional cultural expectations in the 
future. Comparing their child to other typically developing children appeared to make 
these feelings more acute. However, some parents acknowledged that while their 
expectations weren't fulfilled, reminding themselves of their child's needs allowed them 
to alter their expectations and continue to move on. Other parents had appeared to reach 
a stage where they realised that comparing their child to typically developing children 
was unhelpful and limited their capacity to adjust positively. Lastly, for certain parents, 
difficulty in tolerating their child's limitations led them to search for a cure for their 
difficulties.
"I know I shouldn't do it, but sometimes 1 catch myself comparing (son’s name) to 
other children. When they are the same age and when they are so different ability-wise, 
that is hard...the acceptance comes and goes then...the things he struggles with 
become so much more obvious" (Participant 2).
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"1 pray a lot...like I pray that my son will get a cure one day. Maybe it won't happen 
but as long as I keep praying, maybe they will find something that cures the autism" 
(Participant 6).
"Being a Muslim Pakistani dad makes it very important for me to ensure my children 
get married. It's part o f Islam, a parents' obligation. Knowing that my son probably 
won't be able to get married is very hard to accept. That will reflect on me" 
(Participant 7).
"It's true that if you don't change the way you think, i f  you always think you wanted 
to have a normal child, if you always compare your kid to normal children, then you 
will never really move on. You will be stuck" (Participant 5).
3.2.1.2.1.5 Searching for positives
While a focus on limitations was apparent in parents' accounts, also apparent were 
positive constructions held in relation to the positive impact that some parents felt their 
child had on their family. There was the recognition of the need to think positively to 
further the process of adjusting to the diagnosis. Indeed, some parents reflected on being 
able to gain a sense of control and of being a competent parent by thinking about their 
child differently. In forming positive constructions, some parents appeared to confront 
their own beliefs about disability and, in the process of doing so, were able to let go of 
previously held misconceptions, normalise disability and re-conceptualise the meaning 
of achievement and success. However, not all parents reported reaching the stage of 
being able to form positive constructions. It appeared to be the case that parents who 
had lived with the diagnosis for a greater number of years were able to do so more 
readily. Even in those parents reporting positive constructions, they expressed that this 
did not mean they no longer experienced negative thoughts, but rather that they were 
better able to balance out such thoughts with more positive perceptions. Furthermore,
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there was a sense that positive perceptions may fall away during certain periods 
throughout the child's development e.g. starting school.
"At the start 1 didn't think 1 could cope. I thought there was no way I could raise an 
autistic child...but with experience 1 started to latch onto the progress my son was 
making...that boosted my confidence and helped me to stop dwelling on why this 
happened to me. Our family is closer now since the diagnosis. When our children 
aren't there, we feel a big hole" (Participant 1).
"My child might not become the next Einstein, but he is still a human being! You get 
to the point where you realise that a disability doesn't make someone less o f a person. It 
could have happened to anybody...and anyway no-one is perfect, even in people who 
don't have disabilities, we all have things that make us different. 1 am so lucky to have 
my child...1 get so much enjoyment from him... there are some much worse o ff than 
us" (Participant 5).
"1 saw that my child was progressing. Even if it was slow progress you have to hold on 
to that. Eve definitely changed my idea about what an accomplishment is. 1 notice the 
little achievements now. My son at age 9 asked me for  a sandwich for the first time and 
it was such a happy day for  me, I was so proud" (Participant 6).
"Even though there are highs with our son, sometimes its hard to hold on to them...its 
like you need to start your thinking process all over again about him when something 
happens.. .like when he started special school...it hit me then the extent o f his 
difficulties...you go through all the negative emotions again, 1 needed to try 
understand my son again in this new situation. I think there will always be highs and 
lows like that though, I think 1 am prepared for it! "(Participant 7).
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3.2.1.2.2 Sub-category ‘The influence of others’ meanings’
While the previous sub-categories outlined the processes parents appeared to go 
through in understanding their child, it was clear that meanings were not constructed 
exclusively at the individual level. Most parents had to contend with the meanings 
brought to the diagnosis by others. This sub-category has been divided into the 
following themes to reflect these other influences: family and friends, wider society, and 
service professionals.
3.2.1.2.2.1 Family and friends
Some mothers spoke about the necessity for themselves and their partners to hold a 
shared understanding and acceptance of their child. This appeared to allow both parents 
to more readily accept the diagnosis compared to parents where such a shared 
perspective was not held. Two mothers explained that following the disclosure of the 
diagnosis, they spilt with their husbands due to a lack of shared acceptance. Cultural 
influences tended to be important here.
"First born males are really important in our culture. I think for my husband that was 
difficult because he tried to save face by pretending nothing was wrong...but 1 knew 
there was.. .we just weren't on the same page" (Participant 1).
"There was a pressure on my husband from his parents to remarry because he was 
young, able and his family told him he would be able to find someone else. They felt like 
their son would become tainted and less respected in our community i f  he stayed with 
me. We ended up splitting up because he continued to blame me for what happened to 
our son and 1 couldn't take it anymore" (Participant 2)
"When we got the diagnosis, my husband was sad but he said he was going to make a 
decision to live with it...the way he dealt with it helped me...he was strong for me" 
(Participant 5).
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Some parents also discussed feeling frustrated at their family's lack of understanding of 
their child. For example, some family members tended to medicalise the disability and 
parents felt this was due to medical illnesses being easier to accept than learning 
disabilities or autism. Dealing with their understandings often felt stressful for parents, 
particularly when diagnoses were first given. They expressed that it would be helpful 
for clinicians to offer a session to important family members in order to, amongst other 
things, remove cultural myths associated with disability. Other parents expressed a 
feeling of frustration that family members treated their child differently, while other 
mothers were blamed for 'inflicting' the disability on to the child. Some parents also 
spoke about assumptions made by friends and relatives about parents' ability to 
participate in social activities and became aware that they were excluded from social 
events.
"My mum and dad love him but they keep saying he will grow out o f it...but I don't 
find that helpful. 1 wished they could understand him better. Having a session after the 
diagnosis with family would be helpful just so they can hear first-hand from doctors 
what the situation is" (Participant 6).
"Family and friends can be really negative.. .some don't take my son out when they 
take all the other kids out. They think just keep him inside, put him to bed...like it's a 
cold or something he has" (Participant 3).
“I don't always feel welcome at family events. 1 know some just think 1 should stay at 
home with my son...I've stopped being invited to some things...one cousin even said to 
my face not to have any more children because 1 obviously inflicted this disability on 
my son "(Participant 5).
Some mothers explained that their own mothers had expressed a wish for their child's 
diagnosis not to be disclosed to others in their community. This related to the fear of
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gossip and a fear that suitable candidates would not be found for marriage in the future. 
One mother felt that this led to feelings of restriction and ongoing difficulties in 
adjusting to her situation, while another made a conscious decision to share the 
diagnosis with others, despite her mothers' wishes, as a way to increase others' 
awareness of autism.
"My mum told me not to tell anyone about his learning disability. She thinks my son 
will never be able to get married if-people find out he has this. It holds me back. I f  1 
could share this openly with other people it would be much easier for me to accept 
things, live with it" (Participant 2).
“At the start I tried to respect my mum's wishes not to tell anyone but as my child got 
older and as I accepted things, I didn't see no reason for me to hide my son away. I have 
started to tell people about it ...i f  you don't share these things, people are never gonna 
learn about disability and they will always think it's a bad thing...1 want them to see 
its not" (Participant 1).
3.2.1.2.2.2 The wider Pakistani community
All parents discussed that in the process of constructing their own meanings about the 
diagnosis, they were also required to deal with the meanings that other people in wider 
society brought to their situation. More specifically, most spoke about the constructions 
of disability held in individuals of the same ethnic and cultural background as 
themselves. Where such constructions had a negative focus, parents generally felt that 
this was due to a lack of education about disability and felt that this was more 
pronounced in first generation individuals. All of the accounts reflected the challenge in 
dealing with negative social judgments before and after the diagnosis. Parents described 
how they felt people judged their child's behaviour unfairly and some felt this reflected 
directly on them. Some parents reflected on the fact that dealing with stigma after a 
diagnosis was given was easier due to their own construction of the diagnostic label as
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something which could be used as a response to, and hence a defence against, social 
judgments. In this way, there was evidence that some parents underwent a change in 
their attitude towards negative social judgments over the years. However, other parents 
were less happy to use the label in such a way, which often resulted in self-imposed 
restriction and ongoing difficulties in adjusting to the diagnosis.
"In Pakistani culture, some make it hard for you to accept, especially the older ones...
You are either seen as able or not able...with no in-between. Tl'iey see the disability 
before the child and it really got to me in the early stages but I think 1 am getting to the 
point where 1 care less...it still hurts but 1 try not let it affect me as much. 
Understanding your child for yourself makes you stronger about these things" 
(Participant 4).
"People from our culture especially, they don't understand autism. I used to notice 
being given dirty looks if (son's name) was acting up in the street. I used to feel 
ashamed and 1 started to avoid places because 1 worried about what our people would 
think. 1 do better now, 1 don't let it get to me as much...but sometimes i f l  haven't had 
to deal with it for  a while and someone says something really ignorant it can set me 
back a bit" (Participant 1).
“Pakistani people would say to me you had your son when you were over 30 that is 
why he has problems. One other person even said it was because someone put black 
magic on me. Even though I knew that wasn't true, it made me really upset. With 
time, I started to use the label as a way to explain that it wasn't my fault or due to 
some other silly explanation" (Participant 5).
"In our culture, I think if  someone has a disability they don’t want to know you or 
include you in things. They don't know about these things so prefer to stay away from  
it...some view people with learning disabilities or autism as if  they are nuts. I avoid
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weddings and parties now cos people just make you feel invisible.. .because 1 am 
divorced too, people make you feel even more invisible" (Participant 2)
3.2.1.2.2.3 Service professionals
Parents' accounts also suggested that the process of constructing meanings was also 
influenced by the meanings provided about disability by the various service 
professionals they came into contact with over the years. Some parents felt that 
professionals were too symptom-focused and areas of limitation were often emphasised 
at the expense of their child's strengths. However, other parents who found it difficult to 
accept the diagnosis discussed that contact with professionals post-disclosure was often 
helpful. They explained that professionals often spoke positively about their children 
and, in doing so, helped them to gain another perspective on their situation.
"I've often felt that some o f them just look at what my son can't do...big long lists o f  
things... that can feel depressing...its no wonder its hard to accept things i f  you are 
constantly just told what you son can't do. Some look at the positives too but not 
enough o f them do. It woidd help us as parents to hear what our children are good at 
too" (Participant 3).
"With the diagnosis o f Down's syndrome that was harder than the autism, I just 
couldn't see at the time how my son would have a good life, a good future but some of 
the doctors in those early years, they were really good...they pointed out to me all the 
things he was doing well, helped me to see it wasn’t a bleak future...that didn’t happen 
quickly but they helped me to think differently" (Participant 5).
3.2.1.2.3 Summary and discussion of core category ‘Constructing meanings’
Once a diagnosis was received, all parents discussed the need to make sense of it. 
Indeed, the importance of discerning meanings in the adjustment process following a
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stressful event in order to maintain a resilient outlook has been widely reported in the 
stress and coping literature (e.g. Grant et al. 2007; Meichenbaum & Fitzpatrick, 1993; 
Taylor, 1983). Parents' accounts suggested that in order to construct meanings, they had 
to arrive at an understanding of their child. All of the parents felt that in order to do this, 
they needed to accept the diagnosis as an integral part of the child and the family. For 
some parents, coming to this realisation included lots of existential questions about the 
meaning of the diagnosis.
In the process of constructing meanings, parents spoke about letting go of previously 
held images of their 'dreamed of child'. Certainty of diagnosis seemed to be important, 
whereby a more definite diagnosis appeared to provide a concrete need for parents to let 
go of these images, whereas parents who had diagnostic uncertainty held on to these 
images while further assessment was carried out. Once images were let go, parents were 
faced with the difficulty of coping with an uncertain future. Parents dealt with this in 
different ways. Some sought to create new images for the future by seeking out 
information about the diagnosis, allowing them to make plans for the future.
Seeking out information is often considered to be a problem-focused coping strategy 
allowing parents to regain some predictability and control after a stressful event (Taanila 
et al. 1998). Parents appeared more able to construct realistic future images by using 
problem-focused coping strategies than parents who appeared to have an ongoing 
struggle with the emotional impact of the diagnosis. Indeed, there was the suggestion by 
some parents that analysing too much (or emotion focused-coping) was a negative thing 
in itself, whereby it held parents back in their acceptance and adjustment if it carried on 
for too prolonged a period after the initial disclosure.
While some parents sought out information to cope with an uncertain future, other 
parents preferred to 'live one day at a time' and limit their view of it. To do otherwise, 
may risk overwhelming anxiety or disappointment. Some researchers have suggested
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that living one day at a time can leave parents feeling out of control and wary of making 
decisions about the future (e.g. Grant, 1990), while others argue that it serves as a way of 
coping by increasing manageability in the short-term (e.g. Graungaard & Skov, 2006).
In the process of letting go of previously held images and in an ongoing attempt to 
understand their child, parents reported a tendency to focus on their child's limitations. 
This appeared to be pronounced when there was a mismatch between parental 
expectations (including cultural expectations) of their child and the reality of their 
child's abilities. Focusing on limitations also appeared pronounced when parents 
compared their child to typically developing children. This led to some parents 
continually having to construct new meanings or revisit old meanings. This supports the 
argument that the process of parents of coming to an understanding of their child 
following a diagnosis is an ongoing process throughout the child's life, triggered by 
situational circumstances (e.g. Wilgosh & Scorgie, 2006). Some parents who appeared 
unable to tolerate their child's disability and the associated limitations reported that they 
prayed for a cure. Indeed, the search for a cure has also been proposed as part of the 
adjustment process for White families (Nickel, 1996), but there is a concern that while 
this may help parents to cope, a belief that their child's disability can be completely 
overcome may leave parents particularly vulnerable to claims for a cure.
While there was a focus on limitations in the process of understanding their child, other 
parents spoke about the positive characteristics of their children and the positive impact 
they had on their family. Some parents also cited worse case scenarios, re-evaluated the 
position about the identity of the child with the disability as a human being as well as re- 
conceptualising the definition of achievement. As in other studies, there was evidence of 
a diagnosis bringing families closer together (e.g. Midence & O'Neill). Religious and 
spiritual beliefs also appeared to help some parents to positively re-frame their situation 
and understand disability. Indeed, Zuniga (1998) argues that religious attributions may 
provide a psychological mechanism for a parent to manage their feelings about caring
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for their child. However, it was also clear from parents' accounts that while many held 
positive perceptions, negative or stressful experiences continued to occur alongside 
them, a finding reflected elsewhere in the literature (e.g. Stainton & Besser, 1998).
These positive impacts appeared to reinforce the meaningfulness of parenting a child 
with a disability, perhaps relating to establishing a sense of coherence as outlined in the 
literature (Olsson & Hwang, 2002). In addition, the findings relate to wider research on 
adjustment following a stressful event which suggests that being able to shift the way in 
which a situation is assessed and cognitively processed can lead to it being interpreted 
in a more positive way and, thus, rendering it more acceptable and manageable (e.g. 
Grant & Whittell, 2000).
The extent to which positive impact or positive characteristics of the child were noted in 
the current study may have been related to a number of factors. For example, for parents 
who were able to maintain a positive view, it may be that they possessed traits before 
having their child i.e. optimism, perceived competence or resilience. A greater number 
of years since diagnosis and certainty of diagnosis also appeared to make a difference in 
positive perceptions. Indeed, Poehlmann et al. (2005) have suggested that the longer 
parents have lived with a diagnosis, the more time they have had to reflect on their 
child's positive attributes and to develop more positive perceptions.
The process of constructing meanings was also influenced by the meanings that others' 
brought to the situation i.e. family and friends, wider society and service professionals. 
These meanings reflected social, cultural and medical constructions of disability. When 
negative constructions were imposed on parents, this appeared to affect their own 
meanings and ability to adjust, particularly in the early stages following a diagnosis. For 
some parents, stigmatising and discriminatory views from both within and outwith the 
family often led to feelings of exclusion and restriction. Research with White families has 
found similar responses to negative social judgments (e.g. Gray, 1994). It is clear that the
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parents in this study were subject not only to discriminatory views about disability 
generally, but also discriminatory views relating to being of a particular cultural group. 
However, with time and experience some parents reported feeling better able to deal 
with this.
Some parents noted that having a shared understanding and acceptance of their child's 
diagnosis with family members was extremely important. While some mothers reported 
that having no such shared understanding led to marital difficulties, other mothers 
reported that they were able to achieve this, perhaps reflecting the notion of possessing 
positively-focused family schemas (McCubbin et al. 1993) i.e. the shared beliefs and 
values that a family develops which can help maintain a more general positive view of 
events and, thereby, adjust to challenges.
3.2.1.3 Exploring possibilities for action
Following receiving a diagnosis for their child and subsequently experiencing a range of 
initial feelings and thoughts as well as attempting to begin the process of constructing 
meanings, most parents spoke about how they sought to access appropriate supports for 
their child and themselves. This sub-category is subsumed into three sub-categories as 
outlined in Appendix 10.
3.2.1.3.1 Sub-category ‘Recognising the importance of exploring possibilities
for action’
All of the parents spoke about the need to explore possibilities for action following a 
diagnosis. Most explained that being able to accept the diagnosis and come to an 
understanding of their child opened the door to allow them to seek strategies. Parents' 
accounts seemed to suggest that the reason for doing this was to allow them to take 
some control of the future and to increase feelings of manageability. In addition, the
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need to act was often described as a way of not giving up any feelings of hope for the 
future. The fear of some parents about possibly realising in the future that they had 
failed to get the right supports in place seemed to add to their need to act. In addition, 
the importance of finding possibilities for action seemed to vary across the child's life, 
whereby parents were most often involved in seeking supports soon after the diagnosis. 
Once supports were in place, the need to find possibilities for action decreased. 
However, parents' explanations suggested that once the child presented with new needs 
or if they became concerned about an aspect of their child's development or behaviour, 
the need to find possibilities for action resumed.
"Once you get your head around things initially, you can start to think about what you 
need to do. 1 think doing that helps a lot o f parents to feel hopeful. ..cos you are headed 
in a direction o f helping your child for the future" (Participant 4).
"1 kind o f think i f  I didn’t access supports then in the future I might ask myself why 1 
didn't do this or do that for  my son...I don't want to feel that guilt in the future 
knowing 1 haven't done the best for him" (Participant 2).
"After the diagnosis, there were lots o f options we had to look through...schools, speech 
and language therapy, nursing.. .but then once all those things were in place things 
settled down.. .now and again we need to get more help...just depends on what is going 
on for our son at the time and i f  we have any worries" (Participant 1).
3.2.1.3.2 Sub-category ‘Formal supports’
All of the parents spoke about their experiences of accessing formal supports i.e. health, 
education and social work. This sub-category is comprised of two themes: accessing 
formal supports and evaluating formal supports.
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3.2.1.3.2.1 Accessing formal supports
Parents felt a responsibility to access supports but some felt that the challenge of doing 
so was hinged on professionals' reactions to them. Therefore, some felt the need to 
present themselves as confident and intelligent so that their requests for supports were 
taken seriously. In doing so, some parents felt they became more assertive in their 
dealings with services. There was also a consensus that generally services weren't 
always proactive in suggesting areas of possible intervention and that parents had to be 
assertive in highlighting areas of concern. However, for parents who lacked familiarity 
with how services are set up and who did not feel confident in using the English 
language, this often meant that they did not always receive the services they would like. 
Where services were offered, two parents cited cultural and religious reasons for why 
they were reluctant to access these. A reluctance to use supports often led to increased 
feelings of caregiving burden in these mothers.
"I think you do better when you present yourself in a certain way...when you are sure 
you know what you want and w hy...I think you get taken more seriously that way" 
(Participant 1).
"I didn't know what woidd be the best way o f getting things in place...you have to 
know how services are set up and it's a lot to get your head around...even harder when 
your English isn't good" (Participant 7).
"They offered me respite but 1 said no...its very tiring but I look after him myself. Who 
knows what they give our children to eat, maybe not Halal food...a?id 1 also heard they 
don’t separate up girl and boy bedrooms. I don't like these things" (Participant 6).
3.2.1.3.2.2 Evaluating formal supports
Parents who had accessed formal supports had a range of experiences over the years 
since receiving a diagnosis. Most felt that despite experiencing gaps between receiving a
89
diagnosis and supports being put in place, they were now gaining valuable practical 
support for their child. However, the main area of concern related to a feeling that there 
was a lack of post-diagnostic support specifically for parents; while most felt that their 
child's needs were generally well catered for, they felt professionals often overlooked 
parents' own need for emotional support. This need was magnified for some parents 
due to a feeling of being unable to share their thoughts and feelings about the diagnosis 
and its implications with members of their family, often due to their lack of 
understanding about the diagnosis.
"Even though it can take a while to get things set up and you asking for things many 
times, 1 think services generally do okay after a diagnosis in terms o f getting all the 
right things in place for the child ...of course that's the most important thing, but 1 
think sometimes the parents feelings and needs get missed out" (Participant 4).
"I worked hard to get the right things for  my son...he got nursing input, speech and 
language therapy...I got him into a special school. The school people, the health people 
were good...they told me all the options open to us. It was really helpful, it made me 
feel like things were going right" (Participant 5).
3.2.1.3.3 Sub-category ‘Informal supports’
In addition to talking about their experience of formal supports, parents also spoke 
about informal supports, in relation to two main themes: family/friends and parent 
support groups.
3.2.1.3.3.1 Family and friends
Only one mother spoke about benefiting positively from spousal support throughout 
her child's life so far, who it especially helpful in the early stages after the diagnosis, 
with support from wider family and friends becoming more important over time. Other
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parents felt a lack of support from their partners, wider family and friends. This 
appeared to increase some parents' sense of isolation and difficulties adjusting to the 
diagnosis and its implications. Some of the parents who had experienced or continued to 
experience isolation because of a lack of informal support felt that services often 
assumed that because they were part of seemingly 'robust' family networks, they were 
coping well.
"My husband was there for me right from the start. We made decisions together, we 
understood things the same w ay...I think we helped each other to adjust.. fam ily and 
friends didn't really understand the diagnosis at first but with time they have and that 
has helped too" (Participant 5).
"Just because we look like we are a close family, it doesn't mean everything is okay. 
They shouldn't assume that our extended families help us. I have the main 
responsibility for my son. ..the others in my family just leave me to it" (Participant 2).
3.2.1.3.3.2 Parent support groups
All of the mothers explained that over time, they gradually began to seek out other 
sources of informal support; most were involved in a parent support group aimed at 
Black and Ethnic Minority parents with a child with disabilities. All of the mothers 
spoke positively about this group despite some experiencing an initial wariness about 
attending. Parents explained that such groups were an invaluable source of advice as 
well as providing comfort that there were other parents with similar circumstances. 
Indeed, the group appeared to be key in developing positive perceptions by being able 
to learn from others' experiences. In addition, most felt that they were an ideal forum to 
raise cultural and religious issues in relation to raising a child with a disability. One 
parent also discussed taking an active role in the organisation of various parent support 
groups in the years following the diagnosis of her children. Her account seemed to
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suggest that she gained a sense of empowerment within the group by using her 
parenting experiences as a resource that could be made available to other families.
"What was really helpful was meeting other families who had good attitudes towards 
disability. It is good to see a similar child who is older and who has progressed and how 
with time their parents have adjusted well and cope great. We came away feeling that 
our child could progress forward too and that we could manage just like them" 
(Participant 6).
"These other mums they are in the same boat... they need to deal with issues with wider 
family members too...they have all the same cultural expectations on them...we speak 
about those things and it helps to get some o f those frustrations o ff our chests!" 
(Participant 2).
"As time went on, 1 started to take a more active role in the group. ..encouraging people 
to come, arranging speakers and stuff, sharing my experiences o f getting services...I 
thought it was a good way to help other mothers and I enjoyed it too" (Participairt 1).
Both fathers reported that they attended no parent support groups. Both felt that they 
were primarily geared towards women and, therefore, felt reluctant to attend. Practical 
constraints such as work commitments also seemed to present barriers to accessing 
informal supports. However, one father commented that he would find it helpful to 
have dedicated groups for men to discuss their experiences of parenting a child with a 
disability.
"My wife goes to those things, not me...mostly women go to these things but as time 
has gone on 1 have thought it would be good to have a chance to meet other fathers who 
are in a similar situation to me. I don't think anything like that exists though" 
(Participant 7).
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3.2.1.3.4 Summary and discussion of core category ‘Finding possibilities for
action’
Parents described their need to explore possibilities for action once a diagnosis was 
received. It was of paramount importance for parents to know within themselves that 
everything possible had been done for their child, inside and outwith formalised 
systems of care. Often this was as a way of increasing feelings of manageability and a 
sense of control over the future. This is in support of arguments that despite the 
difficulties associated with learning disabilities and ASDs, parents are generally not 
passive upon receiving a diagnosis and rather they aim to take an active role in the 
management of the disability (e.g. Nota et al. 2003). In terms of formal supports, parents 
felt that they needed to present themselves as assertive and intelligent in order to gain 
appropriate supports for their child. However, for parents who lacked familiarity with 
the healthcare system and who lacked confidence in using English, they reported 
struggling more in getting supports in place. Generally, it was felt that post-diagnostic 
support in relation to the emotional needs of parents was lacking, a finding also outlined 
by Hatton et al. (2003). This coupled with an inability of most parents to seek support 
from wider family members and friends may lead to difficulties with adjustment. There 
was also some suggestion that there was a reluctance to use formal supports due to 
concerns about that they were in some way religiously or culturally insensitive.
Over time, most parents began to attend parent support groups. As reported in other 
studies, parents gained hope from other parents' experiences (e.g. Kausar et al. 2003), as 
well as developing a sense of control by using the resources of others to generate their 
own possibilities for future action. Indeed, researchers have argued that the nature of 
social support that families receive may be crucial in considering their adjustment (e.g. 
Hastings et al. 2002).
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3.2.1.4 Reconstructing roles and identities
In the process of obtaining and understanding a diagnosis, and beginning to adjust, 
most parents spoke about how they felt their roles and identities had changed. This core 
category of 'Reconstructing roles and identities' was subsumed into three sub-categories 
as outlined in Appendix 11.
3.2.1.4.1 Sub-category ‘Negotiating multiple roles and identities’
All parents' accounts reflected the challenge of negotiating multiple roles and identities 
in the process of adjusting to the diagnosis and their child. This sub-category is 
comprised of two themes: the centrality of the caring role and balancing the needs of 
others.
3.2.1.4.1.1 The centrality o f the caring role
Some mothers spoke about changes they experienced in relation to their identity and 
roles once they had received a diagnosis for their child. Some focused on the care-giving 
role to the exclusion of other roles e.g. employment. In this way, there was a sense that 
some mothers gave up their identity as working women to concentrate on parenting and 
advocating for their child. For some mothers, this was a satisfactory role but for others it 
felt restrictive. Although only two fathers were interviewed, their accounts appeared to 
suggest that they took a different role than their partners. Both described that while they 
accepted responsibility for the parenting role, their roles differed from their partners, in 
that they were less involved in the day-to-day caring but more involved in the 
traditional breadwinner role. Some mothers identified with this in their own husbands 
and for some, it reinforced their sense of restriction in the caregiving role, while others 
recognised this is as conforming to the perceived traditional role of the mother as the 
main carer.
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“My life just became about caring for my son. He had lots o f needs and 1 was just 
focused on meeting those needs. I stopped my work for a few  years because I wanted to 
be therefor my son...it was very tiring though and 1 did start to miss being at work" 
(Participant 5).
"Sometimes 1 just felt like a carer to my child. ..not his parent. It's like my identity was 
now as a carer, an advocate... and that was it. O f course, I love my son and would do 
anything for him but sometimes I feel I've lost a bit o f me in this role" (Participant 4).
"My wife and I we do different things for the family. ..me, 1 work and provide for  them 
and my wife she stays at home and looks after the kids. I don't really get involved in 
that side too much, 1 am ahvays pretty busy working. It is important for me to provide 
for his future" (Participant 7).
3.2.1.4.1.2 Balancing the needs o f others
Mothers' accounts suggested a strong conflict in meeting their needs of the child with 
the learning disability and/or ASD and providing enough time to other children and to 
the marital relationship. Some mothers felt that their other children and their husbands 
had become secondary priorities, particularly in the early stages of adjustment. Some 
noted the tension that this could have in their families. The majority of mothers also 
spoke about their multiple roles as Pakistani Muslim women within their extended 
families. Some felt the impact of familial obligations as not only a wife, mother and 
carer, but also as a daughter-in-law to her husbands' family. For some mothers, feeling 
unable to fulfill familial obligations often led to scrutiny and hostility from some 
extended family members. Other mothers continued to struggle with balancing their 
multiple roles and meeting the needs of multiple others, even though it impacted on 
their emotional and physical wellbeing.
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"At the start, 1 mean 1 don't think 1 was aware o f it at the time but I pushed my other 
kids and my husband to the side, it was like I had 100% focus on (name o f child with 
disability). My husband would make little comments about it but at the time 1 didn't 
care" (Participant 6).
"It was like my wife became a bit selfish. I mean I understand why all her energy was 
focused on our son but it brought tension in our marriage because I felt like she wasn't 
therefor me anymore" (Participant 3).
"What was really hard...mid still hard...is being able to manage the needs o f my 
husbands family. They often ask me to help with things, its sort o f my duty...you can't 
really say no cos it looks really bad...it can be really exhausting trying to keep 
everyone happy" (Participant 4).
"I eventually had to let my husband's family know that 1 couldn't manage to do what 
they needed me to all the time and also look after my own family. It was hard telling 
them that cos...like with daughter-in-laws.. .there is an unspoken assumption that she 
will work her hardest to keep the family happy. When 1 said it to them, I didn't get a 
good reaction... they accused me o f being selfish and a bad wife... I know they judged 
me a lot.. It hurt me at the time but I am so glad 1 managed to stand up to them" 
(Participant 5).
3.2.1.4.2 Sub-category ‘Embracing a new identity and roles’
Most parents' accounts suggested that the further along they got in the adjustment 
process and with an accumulation of experience in parenting a child with a learning 
disability and/or an ASD, they came to form and embrace new roles and identities, as 
well as notice ways that they felt changed as a person. This sub-category consists of two 
themes: re-evaluating wider identity needs and a new me.
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3.2.1.4.2.1 Re-evaluating wider identity needs
Some parents noticed a change in their role in the early stages from 'trying to fix their 
child' to accepting the disability and, thus, feeling more content to undertake a role of 
focusing on making their child, their family and themselves happy. Experiencing 
success in this new role appeared to result in a sense of competence in parents. Also, 
parents who previously gave up their own needs spoke about coming to a stage where 
they could re-focus on their own needs and wishes. For some, this involved 
relinquishing some of their caring role to re-enter the workforce. For one mother it 
involved re-evaluating her identity as someone who was able to draw on her experience 
of parenting a child with a disability to improve 'the system', and fight for equality 
rights in relation to disability and ethnicity. For parents who embraced their wider 
identity needs, this appeared to give them a sense of purpose and achievement. 
However, there was also the sense that the process of evaluating identity needs and 
priorities for the self changed over time, occurring alongside changes within the child or 
family system
"Over time, I have stopped trying to fix  my child, pushing him to do better, 
achieve...now 1 focus on what he can do instead o f what he can't and I just try 
concentrate on what makes him and my family happy...1 feel like a better parent and 
wife because o f it... but that feeling has only come with acceptance and time" 
(Participant 6).
"Wlten my son turned seven, I decided it was time to go back to my job in the hospital 
part-time. 1 needed more o f a balance...but it does sometimes get hard being at work 
though...like when there's been a period when he has been unwell or something...at 
those times 1 wonder what 1 am doing at work and usually take annual leave or 
something just to look after him at home" (Participant 5).
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"I have learnt a lot from this process.. .from battling to get a diagnosis, to adjusting to 
the challenges that autism can bring...so I've involved myself with other Asian 
mothers and try help those who aren't as confident as me to fight the system too so they 
can get what they need. If 1 have the knowledge and experience to help these women, 
then I will. 1 like doing it'' (Participant 1).
3.2.1.4.2.2 A change for the better
While parents still continued to experience worry and stress about the future and day- 
to-day challenges in their parenting role, all of them evaluated how they felt parenting a 
child with a disability had changed them as people, by reflecting on how their child 
provided them with opportunities to learn and develop as an individual. For example, 
some parents noticed a change in their attitudes towards disability and felt they now 
possessed broader world views. Some parents also felt they had become more assertive 
and expressive by standing up for themselves. Other parents reported learning about 
what was important to them in life, being more able to appreciate 'the little things', and 
valuing the place of disability in their lives. One father explained that while he took time 
to accept the diagnoses of autism in his sons and subsequently time to accept 
responsibility for caring for them, reaching a point where he was able to do so had 
enriched his life, given him a heightened sense of purpose, and strengthened his 
marriage.
"I feel like my son has changed me...for the good...before if  I saw a disabled child, I 
probably wouldn't have taken any notice. Now 1 can see people for  who they are, not 
what they are and I'll never think disability is just a bad thing with no good.. fo r  me, 1 
think we are lucky to have this child and sometimes I think those families without a 
child with disabilities...they are the unlucky ones" (Participant 5).
"I have become a much stronger person since having my children...much more 
confident. 1 was such a timid person before trying to get a diagnosis but the whole
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process has just made me stronger. I have to be the voice for my sons and that has 
taught me 1 can get what I want for my children if 1 am strong enough" (Participant 
I).
"1 wasn't around much in the beginning, I admit 1 was trying to avoid the autism, I 
think 1 was scared o f it. Eventually I came round to it though and took responsibility 
for my sons. It was the greatest thing 1 could've done...I allowed myself to bond with 
them and now we have a great time together, its helped improve things for us all" 
(Participant 7).
"1 see things like work differently now...I mean I enjoy it but 1 don't put it before all 
else like 1 maybe used to. In 20 years time, I'm not gonna be thinking about that 
important meeting or the people I worked with.. .I'm gonna be thinking about my child 
and how little things like his smile or getting a kiss mean the world to m e.. .even if they 
are very slobbery kisses!" (Participant 4).
3.2.1.4.2 Summary and discussion of core category ‘Reconstructing multiple
identities and roles’
In the process of adjustment, parents spoke about the ways in which they noticed 
changes in their roles and identities in the years since receiving a diagnosis for their 
child. For the majority, caregiving was an activity worth investing time and energy in. 
Indeed, the priorities of some mothers' changed, whereby they focused exclusively on 
the caregiving role. For some, this eventually led to feeling their lives had become an 
extension of their child's life, and caregiving as a defining feature of their self-identity. 
This could be related to feelings of a loss of independence and restriction in parents due 
to feeling unable to pursue their own goals. Indeed, parents of children with learning 
disability have been found to experience a variety of role adjustments, including lower 
career expectations, a sense of losing their own identity and a feeling of restriction 
(Heiman, 2002).
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The centrality of the care-giving role also led some mothers to perceive other family 
member's needs as secondary to the child with disabilities. This could lead to difficulties 
within families; a finding also reflected in the literature concerning White families (e.g. 
Beresford, 1994). However, some mothers' sense of isolation in the caregiving role was 
reinforced by feeling unsupported by their husbands due to the influence of cultural 
factors. For example, some mothers attributed their isolation to cultural beliefs about 
men being socialised into believing child-care is the responsibility of mothers, and that 
males who shared in child-care responsibilities would be undermining their status as 
men.
Some mothers also spoke about the tension between focusing on the needs of the child 
and meeting the cultural expectations placed upon them in terms of fulfilling wider 
family obligations. Ahmad (1996) explains that an individuals' position in the family 
carries with it a complex of duties, rights, obligations and expectations, and that it is 
particularly important to Asian women to fulfill these duties if they are to maintain 
family honour and protect their moral reputation. Indeed, mothers in this study 
reported difficulties in letting go of the moral and emotional pressures exerted by family 
members to maintain cultural traditions. In those able to do this, it often resulted in 
tension and hostility.
Over time, some parents reported increasingly noticing dilemmas in wanting to do 
everything possible for their child and fulfilling their own needs; a dilemma widely 
reported elsewhere (e.g. Edelson, 2000; Thorin et al. 1996). However, some parents were 
eventually able to re-focus on their own identity needs and, as time passed, realised they 
could still achieve goals important to them as well as to their child and family as a 
whole. For some, this resulted in a shift over time in the centrality of the role played by 
the child with the disability in the structure of family life. This suggests that mothers 
were able to successfully 'border cross' (Peters, 1996) between different but 
interdependent roles and identities. The positive impact on emotional well-being of
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being able to do this was clear from parents' accounts. However, for some parents, 
changes within the child led to a questioning of their priorities and could led to a re- 
emergence of the centrality of the caring role.
Parents also noted other positive changes within themselves in terms of their values, 
perspectives, priorities, personalities and attitudes; perhaps reflecting the notion of 
perspectival and personal transformations as described by Scorgie and Sobsey (2000). 
The fact that some parents progressed and re-invented themselves over the years since 
the diagnosis seemed to imply conscious attention being given to the ways in they 
which they constructed and managed their identities, both in relation to not only their 
own needs, but those of their child and family as well as cultural expectations. This 
finding relates to research examining adjustment across the life-span, which suggests 
that following periods of instability or stress, individuals undergo development and 
self-understanding in relation to managing identities, developing new skills, and 
coming to new realisations about themselves and the world (e.g. Breunlin, 1988; King et 
al. 2003).
3.3 Hypothesised model of the process of adjustment following a diagnosis
In moving from a description of the core categories to hypothesising relationships 
between them, the researcher noticed that each of the categories could be seen to 
represent stages of a process of adjustment. For most of the parents, this process started 
once a diagnosis was received. Parents' descriptions seemed to suggest that they moved 
through various stages as represented by the core categories: accepting and 
understanding the diagnosis, to generating possibilities for action for the future, and re­
evaluating their identities and roles. However, this process did not seem to occur in 
isolation. Parents' narratives appeared to suggest that, to varying degrees, the influence 
of contextual factors was significant in how they experienced these stages.
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Therefore, based on the experiences of seven Pakistani Muslim parents, a hypothesised 
model is proposed to explain how the process of adjustment occurred. This model is 
shown in Appendix 12.
3.3.1 Discussion of hypothesised model
Parents' accounts and the analysis suggested that once a diagnosis was received, a 
process began. The categories can be seen to broadly represent a linear process in the 
experience of parents adjusting to a diagnosis of learning disability and/or an ASD in 
their child. The model suggests that obtaining a diagnosis allows the process of 
adjustment to begin for parents by (consciously or unconsciously) moving through 
various stages, including constructing meanings, finding possibilities for future action, 
and reconstructing roles and identities. While these stages primarily occur at the 
individual level, they have been set within a framework of important contextual 
influences that appeared to influence the process of adjustment. These contextual 
influences include culture, religion, relationships with family/friends, professionals and 
wider society.
Obtaining a diagnosis is likely to influence how parents begin the process of 
constructing meanings. For example, the relationships established and communication 
with clinicians is likely to impact on the way that information about diagnoses is 
received and how it is used to arrive at meanings. In addition, the variations in 
emotional and cognitive reactions to diagnoses are likely to be related to the different 
interpretations that parents bring to the situation. This may be influenced by their own 
socially constructed set of knowledge regarding disability, as well as reflecting the 
interpretations brought forth by clinicians, family and friends and wider society. 
Constructions held by the self and others often had a cultural and religious focus.
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Furthermore, receiving a certain diagnosis as opposed to an uncertain one appeared to 
affect the process of constructing meanings. It was interpreted that being able to 
construct meanings by arriving at an understanding of the diagnosis and their child, 
whilst assimilating and/or resisting the influence of others' constructions, allowed 
parents to move on to find possibilities for future action. Parents who had received an 
uncertain diagnosis were more likely to suspend the need to construct meanings until 
they received a more concrete diagnosis. However, this maintained feelings of not fully 
understanding their child and feeling unsure about how to move forward.
Parents who had received a certain diagnosis were required to re-evaluate the position 
of their child and of themselves as a parent in the process of constructing meanings. In 
doing so, difficulties often arose in relation to coping with an uncertain future. 
Generally, this uncertainty was mediated by creating new future images of their child 
and of their life as a family, with disability being an integral part of it. It was interpreted 
that being able to create new future images was an attempt to reduce feelings of anxiety 
about the future by aiming to attain realistic, yet hopeful visions of it. Indeed, it has been 
shown that the ability to make cognitive adjustments has been found to lessen the 
impacts of stress and challenges (Grant & Whittell, 2000).
However, when parents were unable to readily create new images, it appeared to be the 
case that there was a preoccupation with idealised images. Remaining preoccupied with 
these tended to maintain feelings of low mood, difficulty in accepting the diagnosis and 
moving on to find possibilities for future action. Indeed, it has been shown in the 
literature that parents who experience greater distress following a diagnosis engage in 
"wishful thinking", with the implication that greater distress is caused by being unable 
to accept the diagnosis and let go of previously held images (e.g. Knussen & Sloper, 
1992). In addition, it was interpreted that for some parents the desire to 'live one day at a 
time' was a way to avoid possible disappointment and anxiety about the future.
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It was interpreted that constructing meanings of the diagnosis and of their child was 
related to parents being able to generate possibilities for future action. Again, it seemed 
to be the case that doing this was driven by a need to control the outcome of an 
unpredictable future, as well as being driven by love and a wish to provide for their 
child. Some parents were constrained by difficulties in accessing and receiving culturally 
and linguistically appropriate services; this seemed to make the process of finding 
possibilities for future action more difficult.
With time and experience some parents came to regain a sense of control over their 
circumstances. It was felt that using social support as a coping strategy was key in 
allowing parents to regain a sense of control, reflected in the attendance at parent 
support groups for example. A sense of control seemed to be related to feelings of self- 
efficacy in parents, as well as being able to reach a stage of acknowledging and 
embracing the positive contributions of their children, whilst minimising limitations. 
Reaching this stage also seemed to involve a process whereby parents were able to re­
evaluate their own identity needs and priorities as well as notice changes within 
themselves with respect to personal growth, values and attitudes. For some parents, the 
cultural expectations placed upon them in the wider family with respect to roles and 
identities maintained feelings of isolation and caregiving burden. Other mothers were 
able to garner strength to resist such cultural expectations when they were deemed to be 
at the expense of their emotional well-being or if they precluded being able to focus on 
their immediate families. It was interpreted that the challenges posed by receiving a 
diagnosis and adjusting to it, provided opportunities to grow personally. It was felt that 
rising to challenges and dealing with them successfully may allow an enhancement of 
feelings of parental self-efficacy. Taken together, this suggests that with time and 
experience, parents learn to not only adjust to their situation but also experience positive 
perceptions. This finding that positive perceptions can arise in spite of ongoing 
challenges relating to adjustment, is also related elsewhere in the literature (e.g. Scorgie 
et al. 1996).
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It is likely that the nature of the process described is affected by a number of factors. For 
example, a parent receiving a second diagnosis after receiving a separate diagnosis a 
number of years ago may be less likely to experience the hypothesised stages in the 
same way the second time. For example, there may be less need to construct new 
meanings relating to having a child with a disability and, therefore, it may be easier for 
parents to more readily find possibilities for future action. It is hypothesised that in such 
cases parents may have already undergone a reconstruction of their roles and identities 
during the adjustment to the first diagnosis. In these cases, the need to endure the 
emotional and cognitive strains of a second adjustment process may not be a great. For 
some parents, it is hypothesised that this may relate to a greater emotional capacity to 
accumulate more positive perceptions than those parents who have not needed to 
undergo an adjustment process previously.
The ability for parents to adjust and cope are often viewed as traits that are independent 
from the circumstances and experiences that arise as a result of the child's disability. 
However, the present study provides support to the argument that parental responses, 
actions and adjustment evolve over time in response to specific experiences, such as 
interactions with services, family and wider society.
The researcher emphasises that the stages involved in the model outlined, as 
represented by the core categories, are not proposed as watertight stages. Rather than a 
strictly linear process, it is likely that the processes parents undergo following a 
diagnosis reappear at other developmental stages of both the child and the family. In 
addition, feelings of adjustment may fall away during periods of crisis or when new 
demands are placed on a family. When this happens, families are likely to have to revisit 
old meanings or construct new ones to allow a provision of a new range of choices. In 
this way, there is a sense of continually adapting over time and contexts, as represented 
by the bi-directionality between the core categories. This supports arguments that 
adjustment is not a strictly linear process and that it is necessary to view it in the context
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of life events occurring in the family, the development of the child and changing 
resources of the family (e.g. Blacher, 1984). For example, while all the children in this 
study were under the age of 12, it is likely that new demands will be placed on families 
as the child enters adolescence, in light of the challenges known to be associated with 
adolescent development. Additionally, in the current study one parent's experience of 
undergoing a separation from her husband required her to not only re-evaluate her roles 
and identities but also construct new meanings and re-evaluate possibilities for action 
without the support of her husband.
Revisiting the literature which concerned predominantly White families showed that 
there is a substantial degree of overlap between the findings in the current study and 
those found elsewhere. For example, the stress and coping literature emphasises that 
recovery following a stressful event is predicated on the ability of the person to release 
old, inadequate meaning perspectives and formulate new perspectives that incorporate 
new identities and realities while maintaining belief in a hopeful outcome (e.g. 
Meichenbaum & Fitzpatrick, 1993). In addition, the core processes outlined in the 
current study relate to those suggested by the "parent transformation model" (Scorgie et 
al. 2004), as previously outlined.
Given this degree of overlap with existing literature, the current study tentatively 
supports the idea that the basic ways in which parents adjust to a diagnosis may be 
similar across cultures. Taken together, the current findings suggest that a universalist 
approach may be appropriate for considering cultural influences on the adjustment 
process of parents post-disclosure of diagnosis. As outlined previously, a universalist 
approach assumes that basic human characteristics are universal, and that culture 
influences the development and display of these characteristics. For example, cultural 
constructions of disability may vary across cultures and, therefore, influence the 
meaning-making processes that parents undergo; or the ability to reconstruct roles and
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This chapter will begin with a summary of the current research. Implications of the 
current findings for theory and clinical practice will then be outlined. Following this, a 
methodological critique will be provided. The current chapter will conclude with 
reflections of the researcher and participants in relation to the process of the research.
4.1 Summary of results
Seven participants (five females and two males) took part in the current study. Each had 
a child who had a diagnosis of a learning disability and/or an ASD. The study adopted a 
qualitative research methodology, underpinned by a universalist stance. Grounded 
theory was the approach used to collect and analyse the data. Semi-structured 
interviews ranged in length from 30 minutes to 80 minutes and the researcher met with 
three participants on more than one occasion to collect data. The aim of the interviews 
was to explore South Asian parents' experiences of the diagnostic process for their child 
and the factors that may influence their subsequent understanding, acceptance and 
adjustment of the diagnosis and their child. The final sample consisted of one cultural 
group (Pakistani) who all identified themselves as being Muslims.
The current research generated four core categories. These related to the process of 
parental adjustment to a diagnosis of a learning disability and/or an ASD in their child. 
The first core category was called 'obtaining a diagnosis'. This related to the experiences 
of parents in battling for a diagnosis, receiving a diagnosis and their evaluations of the 
process. The second core category, 'constructing meanings', represented parents 
attempts to come to an understanding of the diagnosis once it was received. This 
involved various processes which appeared to be influenced by the meanings that 
others' brought to the diagnosis. The third core category, 'exploring possibilities for 
action', related to parents' attempts to manage the future by seeking strategies to help
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their child and themselves, both at the formal and informal support level. The final core 
category 'reconstructing roles and identities', represented how parents' roles and 
identities changed over time and how they came to a position of re-evaluating these and 
reflecting on how they felt their experiences had changed them as people.
The core categories were formulated into a model outlining a process of parental 
adjustment following a disclosure of a diagnosis for their child. This model recognised 
that the categories 'constructing meanings', 'finding possibilities for action', and 
'reconstructing roles and identities' as three broadly linear stages in moving towards 
adjustment to the diagnosis. The whole model was situated within various contextual 
factors. In other words, the process of adjustment was influenced by contextual factors 
such as culture, religion and relationships with family and friends, professionals and 
wider society. This highlights the complexity of the adjustment process.
4.2 Implications for current theoretical models and frameworks
The study lends support to theoretical models of adjustment that recognise the 
challenges and disruption associated with parental adjustment to a child's diagnosis 
over time, while emphasising variability in parental responses (e.g. McCubbin & 
Patterson, 1983). In addition, it supports models which emphasise the potential for 
positive perspectives and resilience (e.g. Grant et al. 2007). Most models place a strong 
emphasis on adjustment as being the result of processes occurring at the individual 
level, with an emphasis on cognitive processes. While this study recognises the 
importance of such processes (as reflected in the core categories), the findings also point 
to the significance of contextual influence on these processes. For most parents, their 
experiences were set in cultural, religious and familial contexts. Whilst undertaken with 
a homogenous sample in terms of ethnicity and religion, incorporating an ethnic 
diversity focus while addressing issues of process may yield theoretical perspectives
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applicable to diverse populations. This is an important starting point since most models 
of adjustment include no consideration of their cross-cultural applicability.
The current findings are one possible interpretation of the data and are bound by the 
context and conditions of the study. However, the model could be further tested 
prospectively in order to assess whether the steps offered take place as hypothesised, as 
well as allowing further exploration of the possible factors that impact on the various 
stages. Further testing across cultural groups and conditions would also allow the cross- 
cultural relevance of the model to be assessed. In addition, given that all of the parents 
in the current study had children aged 12 years or less, it would be interesting to test the 
model to examine the adjustment process of parents who receive diagnoses once their 
children have entered into adolescence, in order to explore whether there are any 
additional challenges.
4.3 Implications for practice
The findings of this study are likely to corroborate what many health professionals 
already experience in clinical practice. The model can, therefore, provide a framework 
for reflecting on practice, improving relationships with parents and supporting families 
once a diagnosis has been disclosed.
The disclosure of diagnosis seemed to be important in facilitating the process of 
constructing meanings. However, for some parents language and communication 
barriers hampered the meanings they took from the disclosure process. Therefore, health 
professionals should be mindful of this and be proactive in facilitating clear and 
adequate communication with parents e.g. through the use of professional interpreters.
Professionals should take time to understand the beliefs parents hold about their 
diagnosis and the ways in which they come to make sense of it. They should be aware of
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the various social, cultural and personal variables that might influence a parents' 
perception of disability and shape family outcome following diagnosis. Scorgie and 
Wilgosh (2006) recommend questions being asked such as "What do you know about 
autism?" or "Have you ever had any contact with a child with a learning disability?" in 
order to uncover beliefs and assumptions that might shape a parents response to, and 
adjustment to, the diagnosis of disability in their child.
In addition, since there was an emphasis on the importance of shared acceptance and 
understanding between parents, health professionals should undertake disclosure of 
diagnoses with both parents wherever possible. In addition, given that some parents 
spoke about negatively-focused cultural and/or religious constructions of disability 
being imposed on them by wider family members, clinicians could offer parents the 
opportunity to meet with other important family members. This could provide a way to 
dispel some of the cultural myths associated with disability and, hence, reduce the risk 
of mothers being blamed. The above points about the disclosure process are important 
in light of Hatton et al's. (2003) point that if disclosure and post-disclosure is conducted 
well, there can be important long-term benefits for families in terms of acceptance of 
their child and in mobilising formal and informal supports.
In light of the fact that parents constructions of meaning and acceptance of the diagnosis 
appeared to be influenced by the various professionals they come into contact with, it 
follows that clinicians should take a critical stance in examining their own beliefs and 
attitudes towards disability. This would require the recognition that we are all shaped 
by a particular culture that affects, both consciously and unconsciously, the way we 
think, feel and act. Additionally, clinicians should reflect on whether they may be 
imposing their own constructions of disability on parents, albeit inadvertently. This is 
important in light of evidence that clinicians' attempts to draw parents away from their 
individual systems of understanding by imposing their own understanding can cause 
confusion and lead to a break down of communication (Peters et al. 1998).
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This model could also be used to engage in discussions with parents at the time of the 
disclosure. For example, some parents may find it useful to be aware of the commonality 
of the range of initial thoughts and feelings that parents often experience upon receiving 
a diagnosis. By classifying the responses that are found to be common, it reduces the 
possibility of these reactions being perceived as inappropriate or pathological in some 
way. It may also be helpful to outline the different ways other families have come to 
adjust e.g. by replacing lost images of their child, developing new understandings of 
their child and adjusting goals over time. Kearney (2001) suggests that by providing 
such anticipatory guidance, families can be helped to consider and obtain the resources 
and supports they may need to deal with challenges ahead.
However, it would need to be stressed that since each family is unique, it is highly 
unlikely that they will experience the stages in the same ways as other families. 
Emphasising that this is normal will avoid parents feeling that they ought to be 
experiencing the same process in the same way as other families, and if they aren't, that 
they are somehow not adjusting in the 'right way'. This requires a belief from 
professionals that stage models are only helpful if used flexibly and when they are 
firmly embedded and considered within the various levels of contextual influence on a 
family's life. In addition, professionals should be aware of cultural variations in South 
Asian families and should avoid viewing them as a homogenous group in terms of their 
responses to, and subsequent adjustment to, a diagnosis.
The current model could also be used to consider families who appear to have difficulty 
adjusting to the diagnosis. For example, assessing whether a parent has an adequate 
understanding of the disability in order to generate new images for the future or 
providing them with informed and supportive environments as a way to accrue 
possibilities for future action e.g. attendance at parent support groups. Taking a 
systemic view and considering the various stages proposed may also be helpful in 
addressing issues that appear, on the surface, to be related to resistance in following
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advice. With some parents, re-conceptualising resistance as possible difficulties 
constructing meanings and, therefore, difficulties in finding possibilities for action, may 
provide a focus for intervention. This may include the provision of information to allow 
meanings to be constructed, as well as having discussions with the aim of fostering 
positive constructions, as well as increasing a parents' sense of competence in carrying 
out management strategies for their child. Indeed, fostering positive perceptions has 
been shown to be important for family well-being (Singer et al. 1999).
The question invariably arises about who is best placed to work with South Asian 
families? Health services operate within constrained budgets and there can be conflicts 
between limited personnel resources on one hand and absolute 'best practice' on the 
other (Summers & Jones, 2004). Therefore, this usually prevents the allocation of a 
specific health professional to specific families. In working with South Asian families, a 
South Asian professional may be likely to reflect upon their own experiences of 
belonging to an ethnic minority group and may potentially possess language skills 
relevant to different South Asian communities. However, it could be argued that this is 
not always necessary since it is unlikely that difficulties that may arise in South Asian 
families are due solely to issues of culture and religion.
4.4 Methodological critique
A number of methodological limitations can be identified in relation to the current 
study, particularly in relation to the application of grounded theory methodology.
4.4.1 Literature review
The researcher was aware of arguments that a researcher undertaking a grounded 
theory study should delay writing the formal literature review until later in the analysis 
process in order for it to be driven by emergent findings (e.g. Dallos & Vetere, 2005). 
Others argue that employing some deductive analysis, as influenced by existing
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theories, is legitimate in a grounded theory study (e.g. Strauss & Corbin, 1998). In the 
current study, the researcher explored some of the key papers in the area in order to 
complete a research proposal. The researcher is aware that the current literature review 
focuses more broadly on the diagnostic process with some focus on subsequent 
adjustment, but is aware that the emergent findings would suggest that the review be 
more focused on processes of adjustment, if it were to be re-written. However, it can also 
be argued that since the researcher did not read numerous articles highly relevant to the 
adjustment processes of parents, there can be some confidence that the emergent 
findings are representative of the data and not derived from preconceived ideas from 
the evidence base. It can also be argued that any general concepts that were taken from 
the literature before undertaking analysis allowed the researcher to be sensitised to an 
initial understanding of the phenomena under investigation, as well as providing a 
point of departure from which to undertake interviews (Blumer, 1969).
4.4.2 Sampling
A further issue that arose concerned sampling. As previously outlined, grounded theory 
necessitates that theoretical sampling techniques are utilised in order to develop theory 
and achieve a saturation of themes. However, time constraints precluded an open-ended 
period of recruitment. Furthermore, the available sample of South Asian parents was 
small. This meant that there was a limited opportunity to select participants based on 
their ability to add further insight into the emerging themes. However, the researcher 
attempted to this wherever possible e.g. recruiting male participants to provide insight 
into any possible areas of difference in the adjustment process between fathers and 
mothers.
However, on the whole, the researcher acknowledges that theoretical sampling and 
saturation are highly unlikely to have been achieved in this study. Certainly, the 
researcher was aware of arguments that achieving theoretical sampling and saturation is 
usually impractical for small studies due to time constraints (e.g. McCallin, 2003).
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Indeed, there have been suggestions that a study may require up to 20 or 30 interviews 
before reaching a saturation of categories (e.g. Noerager-Stern, 2007) and that studying 
only one group will probably prevent theoretical saturation (Glaser & Strauss, 1967).
Instead, the present study aimed to achieve 'theoretical sufficiency' (Dey, 1999). 
Sufficient sampling is said to occur when "for the purposes of the study, a researcher 
demonstrates that a category offers sufficient depth and breadth of understanding about 
a phenomena, and relationships to other categories have been made clear" (Corbin & 
Strauss, 2008; p. 149). By grounding the categories in direct quotations and discussing 
the relationships between the categories, the reader will be able to judge whether a 
sufficient depth and breadth of understanding has been achieved for the purposes of the 
study. In addition, the researcher was aware of different ways in which theoretical 
sampling can be achieved outwith the sampling process. For example Dallos and Vetere 
(2005) suggest that theoretical sampling is also related to adapting and tailoring the 
semi-structured interview schedule in order to maximise understanding of the processes 
being discussed. Indeed, the researcher was aware that structure of the interview 
schedule evolved as the interviews progressed, reflecting an increasing understanding 
of the main issues being discussed.
Taking the above into account, it may be suggested that the present study was able to 
achieve theoretical sufficiency. Aiming for theoretical sufficiency seemed to provide a 
balance between the sampling methods as prescribed by grounded theory and the 
timing of interviews and availability of participants. With an open-ended period of data 
collection, the researcher could re-interview participants and recruit new participants to 
deepen understanding of the core categories and allow a greater degree of theoretical 
saturation to occur.
A further potential limitation of the study concerns possible bias in the recruitment of 
participants. The majority were recruited from a parent support group. Therefore, it
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could be argued that they had all gotten (at least) to the stage of 'finding possibilities for 
action'. In addition, the majority of the parents had children with ASD diagnoses. 
Recruiting parents from different sources, across child disability diagnoses and with 
variation in the time since receiving a diagnosis, would provide further insight into the 
process of adjustment. Furthermore, the possibility of bias in recall is possible, whereby 
the narratives of parents who had received a diagnosis a number of years ago are likely 
to be influenced by their current thoughts and feelings, rather than being a wholly 
accurate representation of their experiences of the diagnosis and early stages of the 
adjustment process as they occurred. In addition, while the current study aimed to 
interview South Asian parents, the sample was homogenous in terms of religion (Islam) 
and ethnicity (Pakistani). Therefore, the potential to generalise to other South Asian 
groups is limited. However, the ability to generalise findings is not usually an intended 
aim of grounded theory studies; rather, its emphasis is on capturing the specificity of 
unique individual experiences (Strauss & Corbin, 1998).
In future studies it would be interesting to collate information on the socio-economic 
status and education levels of the population that was being sampled. This would allow 
the researcher to reflect further on the typicality of the current sample in relation to the 
population that it intended to represent. The researcher attempted to collect this 
information in relation to South Asian (and particularly Pakistani Muslim) parents who 
have children with learning disabilities and/or autism in Scotland and the rest of the UK. 
However, this information does not appear to be readily available to the best of the 
researcher's knowledge.
4.4.3 Analysis
Undertaking data analysis using a grounded theory approach requires that the 
researcher carries out initial coding and analysis of each transcript before further data 
collection. However, time limitations and the practicalities of carrying out interviews at 
convenient times for participants meant that the majority of the interviews were carried
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out within a short time period, thus precluding full transcriptions and analysis being 
carried out between each interview. However, the researcher aimed to counter this 
limitation by familiarising herself as much as possible with the data between each 
interview by listening to recordings at least twice and noting down the themes that 
appeared to be emerging.
4.4.4 Interviews
The researcher believes that carrying out interviews over two appointments with three 
participants was beneficial in terms of adding to the richness of parents' narratives. 
While the reasons for doing this were mainly due to time constraints during the first 
interview, the researcher felt that these three participants were more relaxed at the 
second meeting and potentially more at ease in sharing their reflections with the 
researcher. Carrying out more than one interview also allowed the researcher to clarify 
important points from the first session as well as further explore emerging themes. 
Indeed, Charmaz (2006) encourages carrying out more than one interview as a way to 
add richness to participants' accounts.
4.5 Reflections on the present findings
4.5.1 Participant reflections
Dallos and Vetere (2005) argue that qualitative research should allow the reader to hear 
not just the researcher's account of the phenomena in question, but also the participants 
own voices. Following the completion of each interview, the researcher asked about 
participants' experience of undertaking them. The researcher outlines their reflections on 
the interview process in her own research journal extract described later. Additionally, 
following the completion of the data analysis, it was important to seek validation of the 
findings from those who took part. The researcher undertook brief phone conversations 
with two participants who were available to discuss their reflections on the model 
developed.
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One parent commented that the findings produced a new perspective on her 
experiences: "It is an interesting way o f looking at it, I haven't thought o f it like that before but I 
don't think as parents we are always aware o f the stages we go through after a diagnosis" 
(Participant 4). This emphasised the fact that the stages proposed are not necessarily 
consciously experienced by parents. Another parent felt that the hypothesised model 
provided a good explanation of her experience. However, she also emphasised that the 
stages may not necessarily occur in the proposed sequence at all times for all parents, 
and that while she had achieved the stage of 'reconstructing roles and identities', other 
parents may not reach this stage for many years after a diagnosis (if at all): "It would be 
important to remember it might not always work like that. I know a lot o f parents who just live 
with the diagnosis... not really accepting it... they don't get to the stage o f embracing it or their 
child...especially i f  they have really difficult circumstances...like being in a family that doesn't 
help" (Participant 1). For the researcher this highlighted the need to remember that such 
models should not be used to stereotype parents and to look at the wider social context 
when considering the extent to which they have adjusted (or not). Although only carried 
out with a limited number of participants, the final member check generated good 
support for the present study's core categories and consequently the model outlining the 
process of adjustment.
Carrying out member checks in this way provides one way in which the reader can 
judge the dependability of findings. Other steps taken to ensure the dependability of 
findings included carrying important themes from earlier interviews into subsequent 
interviews as well as grounding the analysis in examples. Maintaining a research journal 
was another way in which the researcher sought to be open about the potential influence 
of her assumptions and beliefs. Once analysis was complete, the researcher examined 
the journal and found that a number of themes had emerged. The following section is 
written in the first person to reflect the language used throughout the journal.
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4.5.2 Researcher’s reflections
One theme that emerged reflected my anxieties about adequately representing the 
experiences of the parents involved in the study. I worried that I wouldn't be able to do 
justice to the complexity of their experiences. This was coupled with anxieties about my 
inexperience in using a grounded theory approach. However, despite the vast nature of 
results usually obtained in qualitative studies, I rarely felt overwhelmed by this. I 
retained a sense of remaining close to the data and therefore feeling like I had a good 
understanding of what parents had shared with me. I noted that this felt to be in 
contrast to my experiences of doing quantitative research, where the reduction of data to 
numbers generally left me feeling somewhat distanced from my findings. In addition, I 
felt that my confidence increased as interviews progressed. In early interviews, I 
remained mindful of the tension between letting participants direct the interviews and 
feeling the need to gather rich" data. However, as initial ideas arose in relation to the 
analysis, I felt more confident in broadly being able to maintain the required focus, 
whilst allowing participants to continue to influence the direction. In relation to the 
coding process, I tried to remain aware of the possibility that I may unconsciously force 
data into preconceived categories. Discussions with supervisors helped me to critically 
reflect on this issue and I frequently returned to the coding process, aiming to use labels 
for codes and categories that seemed to fit well with the data.
Another theme of my research journal concerned that of relationships and identities. 
Three participants made specific reference to their surprise at seeing an Asian 
psychologist and so I wondered whether my background might have influenced what 
they were sharing with me. Indeed, much has been written about 'insider research'. For 
example, concerns have arisen in relation to the lack of objectivity associated with 
research conducted with populations with which the researcher self-identifies (e.g. 
Asselin, 2003). However, others have argued that researchers should have substantial 
familiarity with the client group or phenomena under investigation if they are to avoid
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missing crucial information or pursuing unimportant leads (e.g. Gubrium, 1994; Hatton, 
2004).
I felt that my own ethnic and religious background facilitated establishing rapport with 
the participants and that they valued having a shared knowledge of some of the cultural 
and religious issues being discussed. However, it was difficult to maintain a naive 
position and not to assume that I had a full understanding. I felt participants were 
puzzled when I needed clarification on certain religious or cultural constructs. I noticed 
a tension between wanting to remain an 'insider' and being open about being unfamiliar 
with certain religious or cultural constructs. I wondered if asking for clarification might 
place me as a member of the 'eurocentric' system which some parents had mentioned 
didn't understand them. In these cases, I saw how being a "cultural stranger" (i.e. being 
of a different background to participants) might avoid a tension and wariness about 
clarifying aspects of culture or religion that participants might expect to remain implicit 
and unspoken between two members of the same background (Hatton, 2004).
Further thoughts within my journal on the theme of identities related to being aware of 
the difficulty of splitting from my professional identity as a trainee clinical psychologist 
working for the NHS. Working clinically in the same area made me aware that I was, at 
times, being placed in an 'expert role'. This was reflected in occasional queries from 
parents in how, for example, they could manage difficult child behaviours. I was keen to 
avoid this role and aimed to empower parents in the research process by reinforcing 
their position as experts on their own child.
I found that as I got to know parents (especially those who I met on more than one 
occasion) and when I let go of my sense of being an objective researcher, I came to feel a 
sense of involvement in, and obligation, for their well-being. This was reinforced by 
reflections made by participants about the value they found in our interactions. For 
example, reflections from two separate parents included "Talking with you has really let
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me let o f  some steam" and "My heart feels lighter after this interview" (participant 1 and 4 
respectively). This made me reflect on the fact that I was clearly an integral part of the 
research process and it demonstrated the social processes involved in constructing data. 
This reminded me of Steier's (1991) comment that "taking reflexivity seriously in doing 
research is marked by a concern for recognising that constructing is a social process, 
rooted in language, not inside one's head" (Steier, 1991; p.5).
From my perspective at the end of the research process, it felt as though parents had 
allowed me to join them in a exploration of their own experiences and that the 
relationships constructed with them and the questions I asked merely acted as catalysts 
for this process.
4.6 Concluding thoughts
The present study has outlined a model to account for the experiences of seven South 
Asian parents in relation to the process of adjustment to a diagnosis of a learning 
disability and/or an ASD. This has been embedded within important contextual factors 
which seemed to have a bearing on the way that parents adjusted. By incorporating a 
diversity focus, the researcher aimed to ensure that ethnic background, experiences and 
perspectives were valued, rather than assumed to be unimportant and, therefore, 
marginalised. One parent summed up the value of retaining a diversity focus:
"We have lots in common with White families when it comes to raising a child with a 
disability...but that doesn't mean we are the same...my culture, my religion does play 
an important part in my life. It has a big influence on the kind o f parent 1 am arid how 1 
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You are being invited to take part in a research study. Before you decide whether or not 
to take part, it is important to understand why the research is being done and what it will 
involve. Please take time to read the following information carefully and discuss it with 
others if you wish. Take time to decide whether or not you wish to take part.
Researcher: Alia Ul-Hassan, Trainee Clinical Psychologist
Address: Learning Disability and Autism Team, 3 Rillbank Terrace, Edinburgh, EH9
1LL
Study title
The role of culture in parents’ responses and understanding of their child with a learning 
disability and/or an Autistic Spectrum Disorder.
What is the purpose of the study?
The purpose of the study is to carry out interviews to explore South Asian parents’ 
experiences of their child receiving a diagnosis of a learning disability and/or an autistic 
spectrum disorder. Looking at how parents understand the diagnosis and the factors that 
might impact on this is important in order to give us an insight into how parents adjust 
and cope with their child and the diagnosis.
Your role in this study would be greatly valued because there are not enough studies 
which look at this area and by taking part you will be contributing to increased 
knowledge about this important subject area.
Why have I been chosen?
You have been chosen because you are of a South Asian background and you have a 
child who has a learning disability and/or an autistic spectrum disorder.
Do I have to take part?
It is entirely up to you whether or not to take part. If you decide to take part you are still 
free to withdraw at any time and you do not need to give a reason for this. A decision to 
withdraw at any time or a decision not to take part will not affect the standard of care 
your child and family receives.
What will happen to me if I take part?
Before you agree to take part, there will be the option for you to attend a Parent Group to 
get more information about the project. However, if you find that the information in this
leaflet Is sufficient, you can participate in the research without attending the Parent 
Group.
If you agree to take part you will be asked to sign a consent form which you will be given 
to keep with this information sheet. A copy of the consent form will also be kept by the 
researcher.
If you decide to take part you and the researcher will agree where the best place would 
be to carry out the interview. This could be at the clinic where you and your child is seen 
or at your home. The interview will last between 1 and 2 hours. This time can be split 
between two separate occasions if necessary. Therefore, taking part in this study may 
involve meeting with the researcher on two separate occasions if the interview is not 
completed after the first meeting.
The interview will be conversational in style and you are free to answer in your own way. 
There are no right or wrong answers.
With your consent the researcher will record the session(s) using a digital voice 
recorder. Before beginning the recording, the researcher will show you the equipment 
and how it works. You may stop the recording at any time during the interview.
Some people may find some of the questions upsetting. If this happens you can decide 
not to answer these questions and you will have the opportunity to talk to the 
researcher’s clinical supervisor (Dr Gill Kidd) about how you are feeling. The researcher 
will also give you the opportunity at the end of the interview to discuss any issues related 
to the questions asked.
The care your child receives will not be affected by your decision not to answer particular 
questions.
Will my taking part on this study be kept confidential?
All information collected during the study will remain confidential.
The researcher will use the recording of the interview to make a transcription. This 
means typing out the interview onto a word processor so that the researcher can 
develop a deeper understanding of the experiences you have shared. After the interview 
has been typed out, the audio-recordings will be destroyed. Any information such as 
your name, your child’s name, specific places and any other identifying information will 
be removed. In this way no-one can identify you from information that we collect.
What will happen to the results of the research study?
Findings from the study will be presented in a written report to the University of 
Edinburgh as coursework for the degree of Doctorate in Clinical Psychology. It may be 
possible in the future for this study to be published in academic journals or presented at 
conferences. Participants’ names will not be used in any publications and the service 
they attended will not be identified.
If you would like a copy of the results, these can be obtained from the researcher.
Who is organising and funding the research?
This study is part of the coursework for the degree of Doctorate in Clinical Psychology at 
the University of Edinburgh.
Unfortunately, travel expenses (or any other expenses) are not available for anyone 
participating in the study.
Who has reviewed the study?
The study has been reviewed by the local ethics committee and the Course Organisation 
Group of the East of Scotland Clinical Psychology Programme.
Contact for further information?
For further information please contact the researcher: Alia Ul-Hassan, Trainee Clinical 
Psychologist, Learning Disability and Autism Team on 0131 662 2201.
The researcher is being supervised by Dr Gill Kidd who is a Consultant Clinical 
Psychologist in the Learning Disability and Autism Team. She can also be contacted on 
0131 662 2201 if you wish to discuss this study with her before agreeing to take part.








Study title: The role of culture in parents’ responses and understanding of their child
with a learning disability and/or an Autistic Spectrum Disorder.
Researcher: Alia Ul-Hassan. Learning Disability and Autism Team, 3 Rillbank Terrace, 
Edinburgh, EH9 ILL.
Please read the following statements and initial the boxes.
1. I have read the information sheet and have had the opportunity to ask questions
about the study.
2. I understand that it is my choice to help with the study and I can withdraw at any
time, without giving a reason and without the care of my child being affected in any
way.
3. I consent to an audio-tape of the interview being made and the recording being typed 
out.
4. After the interview has been typed out, and all names, places and identifiers have 
been removed I understand that the researcher may publish direct quotations.
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Brief summary of the aim of the interview (as a reminder)
Answer any questions or concerns before we start 
Circumstances of child and fam ily (to open up the interview):
> Family member interviewed
>  Ethnic origin of family member interviewed
>  Religion of family (if any)
>  First language of family member interviewed
> What is the main language spoken at home?
> Who else is in the family?
>  Number of children with disabilities





> When did you first notice there was a problem with your child?
>  How did you go about getting help?
Process and experience of disclosure of diagnosis
>  When was the diagnosis given?
>  Who was this given by?
>  How was this done?
>  What was this time like for you?
> How would you summarise your experience of the process of assessment and 
diagnosis of your child? Helpful and unhelpful things.
> Can you tell me a bit about how the diagnosis affected you/your family?
> What challenges arose for you once the diagnosis was made?
> Views of spouse/wider family in above areas.
o Do they feel differently about things?
Parental perceptions of the child with disabilities
>  How did you initially make your own sense of your child's difficulties?
>  Who or what helped you to make sense of the difficulties?
> What are the views of your spouse? Wider family?
o Did they feel differently about things?
> Has the way you have understood your child’s difficulties changed over time?
Process of sharing the news about the child’s diagnosis and consequences of this, 
including support post-diagnosis
>  Support from family, friends and services
Role of child with disabilities in the family, including positives 
Daily life with the child (linked with issues around support?)
Ending Questions
>  Is there anything else that is important to talk about that we may have missed?
> How did you find the experience about talking about these issues today?
Probing questions
>  What experiences come to mind?
>  Tell me what happened?
>  Tell me your thoughts and feelings when...
>  How, if at all have your thoughts and feelings changed?
>  Are there any particular experiences that come to mind?
>  Looking back, are there any particular occasions that stand out for you?
>  What helped you to manage? Who has been helpful?
>  If someone else was going through the same thing now, what would you say to them? 
Prompting questions
>  I’m interested in...can you tell me more about that?
>  What do you mean by that?
>  What is X like?
>  What did you do?
> How did you feel?
>  How did others react?
>  What are you thinking right now?
>  What were your thoughts then?
APPENDIX 6 
Example of a coded transcript
Extracts o f transcrip t 1, Participant 1
Extract 1
R: So today I wanted to talk a little bit about 
the process of assessment, things that were 
helpful, unhelpful and so on
P: when we got the diagnosis for autism, the 
doctor said it was autism and it was like, it was 
point blank. It was a relief he had a diagnosis 
so it wasn't me just being senile about it. I 
thought, I head about autism, you know read 
reports but really had no idea about it. but it 
was a relief at least I was right, there was 
something wrong with him. It was just me 
thinking there was something wrong. 
Before....you know I was like taking the blame 
for myself, I thought it was something to do 
with the way I was bringing them up, 
something about what I was doing to make 
him have problems. I had a lot of tension 
because I didn't know. His development was 
just off. So yeah it was a reLief.
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R: So what happened afterwards for you and 
your family?
P: You mean after the diagnosis was given?
R: Yeah
Well the doctor who told us the diagnosis was 
really helpful. She asked us what we know 
about autism. We told her we didn't know
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anything really. She spent quite a lot of time 
talking to us about it. The most helpful thing 
was being given information about how it 
would affect my child's life, she gave good 
specific information. She told us how to get 
support, DLA and things like that. It made us 
feel a bit more confident about what to do next.
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R: So it sounds like the diagnosis was a starting 
point for you..
P: yeah cos I didn't know what to do next, 
(DOCTOR) told me about the things I could 
do. I think its really important that parents get 
a diagnosis because without it services just 
shut their door on you, they don't want to do. 
If you have a diagnosis, that label, the doors 
open for you and you can get the help you 
need. You don't know about support groups, 
you don't know who to ask about tilings before 
a diagnosis. Once you have the diagnosis, you 
can get loads of help, meet other parents with 
similar circumstances, that is so helpful. So for 
me the diagnosis was an advantage. I went to 
the support group, I got a place at the 
children's centre. The process was all just 
speeded up.
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Extract 2
R: Can I just take you back to when you were 
saying about hiding a child's problem in our
community. What do you think the fears are 
about that?
P: It is the fact people talk, people gossip about 
it. I think because they don't...they look into 
the future. It's the arranged marriages thing. If 
someone comes in looking to marry say if a 
family has other kids as well as the disabled 
one. It would be seen as a disadvantage to 
marry into that family when there is a disabled 
child. It would make the sibling less suitable, it 
is very judgemental.
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R: what do you think about that?
P: I don't think about that. I am different with 
my children, with my children to be married, I 
don't know what will happen, will they 
understand about marriage. It is difficult for 
children with autism to build a relationship. I 
don't have any other children, so I don't worry 
about marriage and stuff like that.
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P: Its also difficult when people live with their 
extended families or have very close contact 
with them. My mum doesn't like me to be open 
about my children, she tells don't tell anyone. 
She doesn't want people to gossip. She thinks I 
wont get a suitable candidate for my sons to 
get married.
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At the start I tried to respect my mum's wishes Tpj irzj to  (ZJ'pCcAz 1AM
not to tell anyone but as my child got older and 
as I accepted things, I didn't see no reason for 
me to hide my son away. I have started to tell 
people about it...if you don't share these 
things, people are never gonna learn about 
disability and they will always think it's a bad 
thing.. .1 want them to see its not.
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Extract 3
When you get a diagnosis, a real label you can 
say to them this is what my child has got so I 
don't know why you are blaming me but if 
there is a long long battle for a diagnosis, then 
these mothers need to put up with being 
blamed for all that time and sometimes even 
when they get a diagnosis, the blame factor is 
still there....you know they think we have 
done something wrong to get these kids, we 
have done something wrong in life, we have 
been cursed. I think that is ridiculous. I mean 
what wrong have we done in life? Have we 
murdered anyone? I just feel it is a blessing 
from Allah, if he has given us children like this 
then we must have some qualities in us to 
make us manage. We are with our children, we 
don't give up.
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APPENDIX 7 
Extract of research journal 1
After completing my undergraduate degree, I worked as a volunteer befriender for a 
young South Asian boy with autism and his family. Although my role was practical and 
activities-led, I often had the impression that this boy's mother valued engaging in 
discussions with me about her experiences of having a child with autism. She often 
raised cultural issues in relation to these experiences. Developing a relationship with the 
family allowed me to gain my first real insight into contextual factors that can impact 
upon families who have a child with autism. I also felt that being of a South Asian origin 
allowed me to identify with some of the issues she discussed. This befriending role also 
brought to the fore many thoughts in me about a member in my extended family with a 
learning disability and about how his marginalisation from within my community 
angered and confused me.
During my clinical psychology training, I have developed a keen interest in how issues 
of difference, for example in terms of ethnicity, religion, sexuality and ability level can 
impact on an individual's life and how others perceive them. I felt a natural inclination 
to working with the learning disability population for my specialist placement and was 
aware of many issues that face them as a group in terms of disadvantage and 
discrimination. I was aware that being of an ethnic minority background might magnify 
this experience even more. During my placement, I worked with one Iraqi mother who 
was struggling to come to terms with her daughter's learning disability and she 
frequently spoke to me about how issues of culture made this already difficult 
adjustment process even harder.
Throughout my reading, I have become aware that the majority of the literature 
concerning children with learning disabilities and their families from ethnic minority 
communities focuses on documenting the experiences of South Asian parents in terms of 
inequalities in healthcare, housing and education etc. I formulated my idea for this 
thesis on the basis of a lack of literature in relation to South Asian parents' experiences 
of the process of receiving a diagnosis for their child and subsequent adjustment. Given 
the bias towards negative outcomes in the literature in relation to this client group, I 
expect to be presented with a picture of struggle and grief. I also expect to hear about 
language and cultural barriers in accessing appropriate services as well as possible 
parental perceptions of discrimination in service provision. However, I also hope to be 
able to elicit positive elements of parents' experiences.
APPENDIX 8
Core category: Obtaining a diagnosis
Core category: Obtaining a diagnosis
Obtaining a diagnosis
Battling for a diagnosis
Struggling to be heard Tolerating delays Feeling the strain of the battle
Receiving the LD/ASD diagnosis
Experiencing the rollercoaster of emotions Loss of an anticipated future
Evaluating the diagnostic process
Difficulties in communication with clinicians Parents as partners
APPENDIX 9
Core category: Constructing meanings
























Core category: Exploring possibilities for action
Core category: Exploring possibilities for action
APPENDIX 11
Core category: Reconstructing roles and identities
Core category: Reconstructing roles and identities
APPENDIX 12
Hypothesised model of the adjustment process of parents following a diagnosis
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